Adaption of the distress thermometer problem list for an Australian cancer population by Williams, Melinda
 
 
 
 
 
 
 
 
 
 
 
 
Thesis Title: Adaption of the Distress Thermometer 
Problem List for an Australian cancer population. 
 
 
 
 
 
 
By 
 
  
Melinda Williams 
RN Div 1, Grad Dip Psych 
 
 
 
 
 
 
 
 
Submitted in fulfilment of the requirements for the degree of 
 
Master of Arts (Psychology)  
 
 
 
 
 
 
 
 
 
 
 
Deakin University 
 
March, 2018 
 
 
 


 
 
Acknowledgements 
I would like to acknowledge my supervisor Assoc. Prof.  Arlene Walker who 
offered guidance, support and overwhelming patience during the research thesis. I 
would like to also acknowledge my other supervisors Prof. Trish Dunning and the 
late Assoc. Prof. Lina Riciardelli for their support. Also, I would like to 
acknowledge my previous work colleagues of the Barwon South Western Regional 
Integrated Cancer Service Team and Barwon Health for allowing me the 
opportunity and encouragement to conduct the research. I would especially like to 
acknowledge my colleague Leigh Mathieson for her patience and support 
throughout the data collection phase of the research. I would particularly like to 
thank Deakin University, Barwon South Western Regional Integrated Cancer 
Service, Barwon Health, Southern Melbourne Integrated Cancer Service, Monash 
Health, Gippsland Integrated Cancer and Latrobe Regional Hospital for the 
generous scholarship that enabled me with the opportunity to focus on completing 
the thesis. In addition, I would like to thank the patients who participated in the 
research and shared their experiences for their breadth of insight. Lastly, I would 
like to thank my family (especially my husband) for their unconditional support and 
the sacrifices they made to enable me to complete this thesis. 
  
 
 
 
Contents 
Contents 
 
Tables 
 
Figures 
 
Abstract 
Chapter 1 ........................................................................................................... 1 
Overview ............................................................................................................ 1 
Chapter 2 Literature Review ............................................................................ 7 
2.1 Background ................................................................................................... 7 
2.2 Psychosocial Screening Tools ...................................................................... 10 
2.3 Summary ..................................................................................................... 17 
2.4 Aim ............................................................................................................. 18 
2.5 Method ........................................................................................................ 19 
2.51 Literature Search .............................................................................................. 19 
2.52 Inclusion/Exclusion Criteria ............................................................................. 19 
2.53 Search Strategy ................................................................................................. 20 
2.6 Results......................................................................................................... 26 
2.61 Study Characteristics ........................................................................................ 26 
2.62 Study Design ..................................................................................................... 27 
2.7 Study Findings ............................................................................................ 27 
2.71 Facilitation of referrals .................................................................................... 27 
2.72 Use of Distress Thermometer to identify significant distress levels ................. 30 
2.73 Usefulness of the NCCN Problem list to help identify cause of distress ........... 30 
2.8 Discussion ................................................................................................... 32 
Chapter 3 Methodology................................................................................... 35 
3.1 Qualitative Study ......................................................................................... 36 
 
 
3.11 Theoretical Approach ....................................................................................... 36 
3.12 Participants and Recruitment ........................................................................... 37 
3.13 Participant Sampling ........................................................................................ 40 
3.14 Rationale for sample size .................................................................................. 43 
3.15 Procedure .......................................................................................................... 44 
3.16 Analyses ............................................................................................................ 45 
3.2 Quantitative Study ....................................................................................... 46 
3.21 Participants ....................................................................................................... 46 
3.22 Rationale for Sample size.................................................................................. 47 
3.23 Procedure .......................................................................................................... 47 
3.24 Item Analysis ..................................................................................................... 48 
3.25 Determining Psychometric Properties .............................................................. 49 
Chapter 4 Qualitative Study ........................................................................... 50 
4.1 Method ........................................................................................................ 50 
4.11 Participants ....................................................................................................... 50 
4.12 Procedures ........................................................................................................ 54 
4.2 Data Analysis .............................................................................................. 55 
4.21 Phase One Analysis .......................................................................................... 55 
4.22 Phase Two Analysis: Development of the Adapted Problem List ..................... 56 
4.3 Results......................................................................................................... 60 
4.31 Phase One Results ............................................................................................ 60 
4.32 Phase Two Results ............................................................................................ 70 
4.4 Discussion ................................................................................................... 72 
Chapter 5 Quantitative Study ......................................................................... 77 
5.1 Introduction ................................................................................................. 77 
5.2 Method ........................................................................................................ 77 
5.21 Participants ....................................................................................................... 77 
 
 
5.3 Procedure .................................................................................................... 83 
5.31 Cancer Patients ................................................................................................. 83 
5.32 Clinicians .......................................................................................................... 84 
5.4 Measure ....................................................................................................... 85 
5.5 Results......................................................................................................... 87 
5.51 Endorsed items on the adapted Problem List ................................................... 87 
5.52 Summary ........................................................................................................... 91 
5.53 Ranked frequency of endorsed psychosocial concerns ..................................... 93 
5.53 Gender Differences ......................................................................................... 101 
5.54 Age Differences ............................................................................................... 106 
5.55 Tumour Stream Differences ............................................................................ 112 
5.6 Discussion ................................................................................................. 114 
5.61 Implications . .................................................................................................. 119 
Chapter 6 ....................................................................................................... 120 
6.1 Summary /Implication and Future Directions ............................................. 120 
6.11 Summary of the Findings Relative to the Aims ............................................... 120 
6.12 Implications for the research  ......................................................................... 121 
6.13 Strengths and Limitations of the Research ..................................................... 125 
6.14 Future directions ............................................................................................. 127 
References ...................................................................................................... 129 
Appendix A Interview Schedule: Cancer Patients .......................................... 138 
Appendix B Qualitative Study Ethics Approval .............................................. 139 
Appendix C Qualitative Study Patient Information Sheet ............................... 147 
Appendix D Qualitative Study Consent Form ................................................. 150 
Appendix E Qualitative Study Invitation Letter .............................................. 151 
Appendix F Demographic Questionnaire ....................................................... 152 
Appendix G Quantitative Study Adapted Problem List ................................... 153 
 
 
Appendix H Quantitative Study Ethics Approval ............................................ 156 
Appendix I Quantitative Study Patient Information Sheet ............................... 157 
Appendix J Quantitative Study Invitation Letter ............................................. 161 
Appendix K Ethics Approval .......................................................................... 162 
Appendix L  Information Sheet ...................................................................... 163 
Appendix M  Invite Letter .............................................................................. 167 
Appendix N  Invite Letter: Online .................................................................. 168 
Appendix O Online Survey ............................................................................. 169 
 
 
 
 
 
 
 
 
 
Tables 
 
 
Table 1 Keywords for Literature Search ........................................................... 19 
 
Table 2 Summary of Reviewed Studies .............................................................. 22 
 
Table 3 Average cancer cases for each health care service ............................... 41 
 
Table 4 Ethnicity across the three health care service regions .......................... 42 
 
Table 5 Qualitative study: Distribution of invited participants  ......................... 52 
 
Table 6 Qualitative Study:Distribution of participants ...................................... 52 
 
Table 7 Coding categories with text examples  .................................................. 58 
 
Table 8 Adapted Problem List ........................................................................... 71 
 
Table 9 Quantitative Study: Distribution of invited participants ........................ 79 
 
Table 10 Quantitative Study: Distribution of participants ................................. 80 
 
Table 11 Quantitative Study: Distribution of clinicians ..................................... 82 
 
Table 12 Adapted Problem List ......................................................................... 86 
 
Table 13 Cancer patient endorsed items on adapted Problem List .................... 89 
 
Table 14 Clinician endorsed items on adapted Problem List ............................. 89 
 
Table 15 Commonly endorsed items rated by cancer patients and clinicians ..... 92 
 
Table 16 Female participants endorsed psychosocial itemst ........................... 103 
 
Table 17 Male participants endorsed psychosocial   ....................................... 104 
 
Table 18 Mean ratings of psychosocial domains by gender ............................. 105 
 
Table 19 Mean ratings of cancer patients’ psychosocial domains by age ........ 108 
 
Table 20 Bivariate Correlations between Psychosocial Domains .................... 109 
 
Table 21 Differences between mean ratings of psychosocial items by age ....... 110 
 
Table 22 Mean rating for psychosocial items by cancer diagnosis .................. 113 
 
 
 
 
 
Figures 
Figure 1 PRISMA Selection Protocol ................................................................ 21 
 
Figure 2 Flow chart depicting recruitment of potential participants for the 
qualitative study ................................................................................................ 39 
 
Figure 3 Adapted Problem List: Endorsed psychosocial domains by cancer 
patients at Barwon Health (Emotional, Family, Practical) ................................ 96 
 
Figure 4 Adapted Problem List: Endorsed psychosocial domains by clinicians at 
Barwon Health (Emotional, Family, Practical). ................................................ 97 
 
Figure 5 Adapted Problem List: Endorsed psychosocial domains by cancer 
patients at Barwon Health site (Spiritual, Physical)........................................... 98 
 
Figure 6 Adapted Problem List: Endorsed psychosocial domains by clinicians at 
Barwon Health site (Spiritual, Physical). ........................................................... 99 
 
Figure 7 Adapted Problem List: Endorsed Cancer patients (Supportive Care 
Services, Information Needs). .......................................................................... 100 
 
Figure 8 Adapted Problem List: Endorsed Clinicians (Supportive Care Services, 
Information Needs)……………………………………………………………………  100 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Abstract 
 
A supportive care screening tool called the National Cancer Comprehensive 
Network (NCCN) Distress Thermometer and Problem List (NCCN, 2013) is used 
to identify the psychosocial concerns of cancer patients according to five domains: 
Emotional; Family; Practical; Spiritual; and Physical. International research has 
demonstrated the utility and the validity of the NCCN Distress Thermometer and 
Problem List as a screening tool (Gessler et al., 2008), and the tool has been 
translated into several languages (Grassi et al., 2013). The NCCN Distress 
Thermometer and Problem List was trialled with a UK population (Brennan, 
Gingell, Brant & Hollingworth, 2012) and a Canadian population (Bultz et al., 
2011) and it was found that adaptions needed to be made to the NCCN Problem 
List for these contexts.  Australian research and implementation of the NCCN 
screening tool has highlighted that the psychosocial problems listed may not 
encompass all concerns experienced by Australian cancer patients (Hughes, 
Sargeant & Hawkes, 2011; Watts et al., 2016). Currently, no known research has 
adapted the NCCN Problem List for an Australian context.  
This thesis had two primary aims: 1) To explore the common psychosocial concerns 
experienced by Australian cancer patients and adapt the NCCN Problem List 
accordingly; and 2) Pilot and refine the adapted Problem List with a sample of 
Australian cancer patients and clinicians to establish face and content validity. Two 
studies were carried out.  A qualitative study using group and individual interviews 
was initially undertaken with Australian cancer patients two years post diagnoses 
from mixed cancer streams (n = 43) to explore cancer patient’s psychosocial 
concerns. Participants were recruited from a metropolitan health service, a regional 
health service and a rural health service in Victoria, Australia. Content and thematic 
 
 
analyses identified two additional domains to be added to the NCCN Problem List: 
Supportive Care Services and Information Needs, along with thirty-two additional 
psychosocial concerns not listed on the original NCCN Problem List. The second 
study involved a pilot test of the adapted Problem List with a small group of cancer 
patients (n = 88) and clinicians (n = 19) from one regional health care service in 
Victoria, Australia.  Overall, there were similarities and differences between cancer 
patients and clinicians in how items were rated. Both groups similarly endorsed 
items considered as more or less important across the seven domains on the adapted 
Problem List. Cancer patients were found to endorse more items from the 
Emotional Concerns domain, and clinicians endorsed more items from the Physical 
Concerns domain. Gender and age differences in the cancer patient participant 
group were also identified. Compared with male cancer patients, female cancer 
patients endorsed significantly more items in the Emotional, Family, Practical, 
Spiritual and Physical domains. There was also a significant effect of age on ratings 
of three of the psychosocial domains (Family, Physical and Practical) by cancer 
patients. Older cancer patients endorsed significantly fewer Family Concerns 
compared with younger cancer patients and middle aged cancer patients. Younger 
cancer patients endorsed significanlty more Physical and Practical Concern items 
compared with older cancer patients. 
Overall the findings of the thesis support the adaptation and expansion of the 
NCCN Problem List for an Australian context.  Implications of the thesis and 
directions for future research are explored. 
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Chapter 1 
Overview 
In 2014 the Australian Institute of Health and Welfare estimated that 
134,174 new cases of cancer would be diagnosed in Australia, with the incidence 
set to increase to 150,000 by 2020 (Australian Institute of Health and Welfare, 
2014). This high incidence of cancer within the Australian population means that 
one in two people may experience a diagnosis of cancer. The diagnosis of cancer 
can invoke a range of emotions including shock, disbelief, stress, anger, sadness or 
distress (Turner et al., 2005) which left unresolved has been demonstrated to 
develop into longer term psychological issues, such as depression or anxiety (Adler 
& Page, 2008). Prolonged psychological distress can impact on  family dynamics, 
social interactions, maintaining employment, financial provision and psychological 
wellbeing (Carlson & Bultz, 2003). In addition, the ability of the person to cope 
psychologically with a diagnosis of cancer can also affect how a person complies 
with treatment or copes with symptoms. People who are unable to adjust 
psychologically to the diagnosis of cancer often have increased hospital admissions 
which escalate costs for an already burdened health care service (Zabora, 
Brintzenhofeszoc, Curbow, Hooker, & Piantadosi, 2001).  Identifying and 
implementing early psychological interventions to treat a cancer patient’s 
psychological distress has become an important part of cancer care. Many cancer 
centres worldwide have developed distress screening programs to help alert 
clinicians to cancer patients experiencing high levels of distress and complex 
psychosocial problems to ensure adequate interventions are applied to improve 
quality of life, reduce physical symptoms and improve overall survival (Breitbart, 
Bultz, Dunn, Grassi & Watson, 2013; NCCN, 2013). 
2 
 
The majority of research around the screening of psychological distress in 
cancer patients has been conducted with a screening tool called the Distress 
Thermometer. The Distress Thermometer was originally developed by Roth et al., 
(1998). The NCCN adopted the Distress Thermometer and added a Problem List 
that includes five psychosocial domains: Practical, Emotional, Social, Spiritual, 
Physical. Each of the domains lists problems that a cancer patient may experience 
across the cancer trajectory (NCCN, 2003). Implementation of the NCCN Distress 
Thermometer and Problem List within Victoria, Australia was initiated by the 
Department of Health in 2009 to provide clinicians with a simple, efficient 
screening tool that can quickly alert them to the patient’s psychosocial concerns. 
International research has demonstrated the utility and the validity of the 
NCCN Distress Thermometer and Problem List as a screening tool (Gessler et al., 
2008; Graves et al., 2007; Hegel et al., 2008; Jacobsen et al., 2005; Ransom, 
Jacobsen, & Booth-Jones, 2006; Snowden et al., 2011; Tuinman, Gazendam-
Donofrio, & Hoekstra-Weebers, 2008). Some studies have investigated the use of 
the NCCN Distress Thermometer and Problem List longitudinally and shown it to 
be useful in identifying distress over the cancer trajectory (Carlson, Groff, 
Maciejewski, & Bultz, 2010; Gessler et al., 2008; Mergenthaler et al., 2011; 
Yamagishi, Morita, Miyashita, & Kimura, 2009). A number of studies have 
translated the NCCN Distress Thermometer and Problem List from English into 
another language and then validated  against longer measures (Almanza-Muñoz, 
Juárez, & Pérez, 2008; Bidstrup et al., 2012; Brennan et al., 2012; Cohen et al., 
2012; Grassi & Watson, 2012; Grassi et al., 2013; Gunnarsdottir et al., 2012; 
Iskandarsyah et al., 2013; Khatib, Salhi, & Awad, 2003; Omran, Saeed, & 
Simpson, 2012; Shim, Shin, Jeon, & Hahm, 2008; Tang, Zhang, Pang, Zhang, & 
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Song, 2011; Thalén-Lindström, Larsson, Hellbom, Glimelius, & Johansson, 2013; 
Zhang, Zhang, Song, & Tang, 2010). These studies generally found that when 
compared to the Hospital Anxiety Depression Scale (HADS), Brief Symptom 
Inventory (BSI-18) or General Health Questionnaire (GHQ-30) the NCCN 
Distress Thermometer and Problem List was a reliable psychosocial screening tool 
for identifying the psychological distress of cancer patients.  None of these studies 
examined the validity or the context of the NCCN Problem List for their cancer 
population. Some studies reported the most common concerns identified by cancer 
patients using the NCCN Problem List however there was limited investigation or 
discussion of changing the list of problems to suit the context of a particular 
culture.  
One study found that the term ‘Distress’ has limitations when attempting 
to translate across into other languages (Cohen et al., 2012).   Cohen et al. found 
that overall the Distress Thermometer was moderately effective when it came to 
identifying the psychological distress of Israeli cancer patients however Arab 
patients reported much lower levels of distress than Jewish cancer patients. Cohen 
et al. accounts this outcome to the fact that in the Arab culture expression of 
negative emotions are not encouraged and that distress is related to somatic 
sensations rather than a description of feelings.   
Two international studies that trialled the NCCN Distress Thermometer and 
Problem List for a UK population (Brennan et al., 2012) and a Canadian population 
(Bultz et al., 2011) found deficiencies with the NCCN Problem List and 
recommended adaptions be made to the NCCN Problem List.  The original NCCN 
Problem List was developed with an American audience. Bultz et al. and Brennan 
et al. found some phrases to be culturally inappropriate, for their cancer populations 
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and adapted the Problem List, adding and deleting items listed under each of the 
psychosocial domains. 
Qualitative studies examining the psychosocial concerns listed on the 
NCCN Problem List are limited. A review of the utility of the NCCN Distress 
Thermometer and Problem List by Snowden et al. (2011) identified a lack of 
qualitative research investigating the perceptions of cancer patients regarding the 
identification and management of psychological distress. According to Snowden 
et al., qualitative analysis of patient interviews may provide some insight into the 
indicators of a successful distress management program.  
 The NCCN Distress Thermometer component of the tool has been shown 
to be efficient and reliable in identifying the psychological distress of international 
cancer populations. There is limited research investigating the usefulness of the 
Problem List for cancer patients.  
 Australian research around the utilisation of the NCCN Distress 
Thermometer and Problem List is limited and has mainly focused on validating the 
NCCN Distress Thermometer and Problem List against longer inventory measures 
or investigating appropriate cut off points for significant distress levels (Campbell 
et al., 2009; Chambers, Zajddlewicz, Youlden, Holland & Dunn, 2014; Clover, 
Carter, Mackinnon, & Adams, 2009; Hughes et al., 2011; Lee, Katona, De Bono, 
& Lewis, 2010).  Campbell et al., (2009) recommended that language differences 
and cultural application of the NCCN Distress Thermometer and Problem List for 
an Australian context be investigated. Previous studies demonstrated gaps in the 
psychosocial problem list for an Australian population and recommended 
additional items be added to some of the domains (Hughes et al., 2011). There are 
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no known studies that have considered the validity of the Problem List separately 
from the Distress Thermometer for an Australian population.  
This thesis had two primary aims: 1) To explore the common psychosocial 
concerns experienced by Australian cancer patients and adapt the NCCN Problem 
List accordingly; and 2) pilot the adapted Problem List with a sample of Australian 
cancer patients and clinicians to establish face and content validity. A description 
of each chapter follows. 
Chapter 2 Targeted Rapid Review 
Chapter 2 reports a targeted rapid review undertaken to examine Australian 
research that has investigated the usefulness of the NCCN Distress Thermometer 
and Problem List for an Australian cancer population. A specific focus of the 
review was to identify studies that focused on the efficacy of using the Distress 
Thermometer and Problem List or evaluated outcomes of screening with the 
Distress Thermometer and Problem List within an Australian context. 
Chapter 3 Methodology 
Chapter 3 describes the methodological approach taken for this study. A 
mixed-methods approach was used. The qualitative study identified the most 
common psychosocial concerns experienced by Australian cancer patients. The 
quantitative study piloted and refined the adapted Problem List with a small 
population of cancer patients and clinicians. Due to limited resources and the 
percentage of Non-English speaking people per population being low there were 
no participants in this study that were Non-English speaking.  
Chapter 4 Qualitative Study 
Chapter 4 outlines the qualitative study which investigated the psychosocial 
concerns of Australian cancer patients. Cancer patients two years post diagnosis 
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from one metropolitan health service, one regional health service and one rural 
health service (n= 43) participated in group or individual interviews to investigate 
the problems or concerns they had experienced during their cancer diagnosis or 
treatment. Content and thematic analysis identified various themes which were 
used to develop an adapted Problem List for an Australian cancer population.  
Chapter 5 Quantitative Study 
Chapter 5 details the quantitative phase of the study. The adapted Problem 
List was piloted with a small group of cancer patients (n = 88) and clinicians (n = 
19) at the regional health site. The responses of cancer patients and clinicians were 
compared. Gender, age and tumour stream group differences were also examined. 
Chapter 6   Summary and Conclusion 
Chapter 6 provides a summary of the research, discusses the implications 
of the findings in relation to the psychosocial concerns of Australian cancer patients 
and makes recommendations for future research. 
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Chapter 2 Literature Review 
 
 Targeted rapid review of the usefulness of the NCCN Distress Thermometer 
and Problem List for an Australian Cancer Population 
 
2.1 Background 
 
 Across the cancer trajectory, cancer patients can experience moderate to 
high levels of psychological distress, which if remained unresolved has been 
shown to have far reaching implications for a person’s emotional, psychological, 
social, physical or spiritual well- being (Adler & Page, 2008; Graves et al., 2007).  
The incidence of  long term psychological distress in people diagnosed with cancer 
has been found to be as high as 60%, with 30% of cancer patients experiencing 
anxiety problems and 25% depression (Adler & Page, 2008). This highlights the 
importance of identifying cancer patients with moderate to high levels of 
psychological distress early in the cancer trajectory. Early psychological 
interventions can then be applied to resolve high levels of distress and ensures 
people diagnosed with cancer receive adequate support to cope with their 
diagnosis.  
The psychological distress experienced by people with a diagnosis of 
cancer has been described as ‘multi-factorial’ being dependent on the relationship 
between social, psychological, physical, interpersonal and existential factors 
(Department of Health, 2009). Evidence shows that issues such as physical burden, 
psychiatric morbidity, gender and marital status can play a key role in a person’s 
ability to cope with the diagnosis of cancer (Jacobsen et al., 2005;  Keir, Calhoun-
Eagan, Swartz, Saleh, & Friedman, 2008;  Waller, Williams, Groff, Bultz, & 
Carlson, 2013).  A high prevalence of practical concerns has been shown to be 
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associated with female cancer patients, particularly those that are single or are 
caring for young children (Carlson, Waller, Groff, & Bultz, 2013; Giese-Davis et 
al., 2012). Australian studies investigating the prevalence of cancer patients 
psychosocial concerns have also identified that emotional and physical concerns 
are more commonly identified by people experiencing moderate to high levels of 
distress (Chambers et al., 2013; Lee et al., 2010). As such, it is important that health 
clinicians identify the type of psychosocial concerns the cancer patient is 
experiencing to help determine the origin of the distress (Jacobsen et al., 2005).  
Factors such as demographics, age or gender have been examined to 
determine if they contribute to higher levels of psychological distress (Carlson et 
al., 2013; Giese-Davis et al., 2012; Keir et al., 2008; Mosher & DuHamel, 2012; 
Waller et al., 2013). Gender differences have been identified in the way that cancer 
patients respond to psychological distress and access psychosocial services (Gilbar 
& Zusman, 2007; Hagedoorn, Buunk, Kuijer, Wobbes, & Sanderman, 2000; Hoyt, 
2009; Keller & Henrich, 1999; Zwahlen, Hagenbuch, Jenewein, Carley, & Buchi, 
2011). Specifically, Hagedoorn et al. (2000) and Keller and Henrich, (1999) found 
that female cancer patients experience higher levels of psychological distress than 
male cancer patients and overall female cancer patients are more likely to ask for 
help and link into services such as psychology and social work compared with 
male cancer patients.  
 Turner et al., (2005) recommended that cancer patients be screened for 
psychological distress and supportive care needs at diagnosis, treatment and post 
treatment to ensure that cancer patients are linked into adequate emotional and 
psychological support. There is evidence that if cancer patients are screened 
sequentially and linked into supportive care services early, there is an overall 
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decrease in distress levels and, depression and anxiety (Bonevski et al., 2000). 
Certainly, Carlson et al., (2010) found that cancer patients who were offered full 
screening with triage and referral to resources and supportive care options, showed 
a reduction in their distress levels and their anxiety and depression scores at follow 
up compared to baseline. These findings support the recommendation of routine 
screening of cancer patient’s psychological distress and psychosocial concerns on 
diagnosis, as early interventions may provide the most benefit to cancer patients. 
 Systematic methods for identifying a patient’s level of distress and 
supportive care concerns have been shown to achieve more effective outcomes for 
patients and clinicians (Holland & Alici, 2010).  According to Holland & Alici, 
(2010) in busy ambulatory cancer care settings, a screening tool provides a quick 
and efficient way to indicate  cancer patients who may be at risk of developing 
more problematic psychological issues. Homsi et al., (2006) found that the median 
number of symptoms identified through systematic assessment was ten-fold higher 
than symptoms volunteered by cancer patients.  Waller et al., (2013) found that 
cancer patients with a high level of distress and a high burden of physical 
symptoms, were unlikely to access support services if no screening program was in 
place. Rosenbloom, Victorson, Hahn, Peterman, & Cella, (2007) argued that for an 
intervention to benefit the cancer patient at the point of care, notification of the 
problem should not rely only on nurse observations, rather a structured approach 
for managing the treatment recommendations should be used.  A structured 
approach to screening appears vital to ensure a thorough assessment of newly 
diagnosed cancer patient’s psychological and physical symptoms. 
 The prevalence of psychological distress and/or psychosocial concerns in 
cancer patients and the potential under detection of psychosocial concerns by 
10 
 
clinicians has led to the development of cancer Distress Screening Programs. The 
ability of clinicians to identify the psychosocial concerns of people diagnosed with 
cancer in a timely manner has become an important part of cancer treatment. The 
literature demonstrates that if clinicians are alerted quickly to the issues 
experienced by the person diagnosed with cancer then interventions can be applied 
immediately to reduce the incidence of prolonged distress (Graves et al., 2007). 
However there is not only a need to identify the psychological distress of people 
diagnosed with cancer but also a need to determine which specific social, 
emotional, practical and physical concern is causing the psychological distress 
(NCCN, 2013). To help clinicians quickly identify where cancer patients require 
urgent support, recommendations have been developed for the use of a validated 
self-reporting screening tool.  
Within Australia, The Victorian Department of Health considers the 
identification and support of a cancer patient’s psychological distress an important 
part of cancer care and has initiated supportive care screening of cancer patients as 
one of its main priorities for Victoria’s Cancer Supportive Care Policy 
(Department of Health, 2009). The identification and treatment of psychological 
distress in cancer patients is considered a standard of optimal cancer care not only 
within Australia, but also worldwide   (Breitbart et al., 2013; NCCN, 2013) . 
2.2 Psychosocial Screening Tools 
 
Psychosocial screening tools help clinicians to identify quickly and 
efficiently which people may need extra psychological, social or physical support.  
Health care services can then provide early interventions and streamline support to 
the people who most need it. Recommendations for the screening of psychological 
distress and psychosocial concerns of people diagnosed with cancer focuses on the 
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use of specific screening tools such as the NCCN Distress Thermometer and 
Problem List (NCCN, 2013).  
 The Distress Thermometer was originally developed by Roth et al., (1998). 
The NCCN expanded the Distress Thermometer by adding a Problem List that 
included the practical, emotional, social, spiritual and physical concerns of the 
cancer patient (NCCN, 2003). The Distress Thermometer asks patients to rate their 
level of distress from 0 (no distress) to 10 (extreme distress).  The Problem List 
component of this tool identifies the more specific aetiologies of psychological 
distress. Its function is to help the person diagnosed with cancer and the clinician 
to identify any psychosocial issues or concerns that may be impacting on the 
person’s distress level.  
The original Distress Thermometer screening tool was trialed with an 
American population of 121 prostate cancer patients in an outpatient cancer setting 
(Roth et al., 1998). To validate the screening tool Roth et al. (1998) compared the 
Distress Thermometer to the HADS. The Distress Thermometer showed sensitivity 
similar to the HADS in identifying the cut off scores for the psychological distress 
levels of prostate cancer patients. The second part of the study concentrated on 
referral to a psychiatrist for people experiencing moderate to high levels of distress. 
Eight of the 17 people identified with high levels of psychological distress were 
considered by the psychiatrist to be experiencing psychiatric morbidity. Roth et al 
collected more information about the patient’s physical comorbidities and 
psychiatric histories. Roth et al. concluded that the psychological distress of 
prostate cancer patients may not be dependent on psychiatric morbidity alone but 
may include other factors such as performance level, medical risk factors or 
12 
 
comorbid medical illness and encouraged future research to focus on exploring 
how these factors may affect the psychological distress of cancer patients. 
The NCCN followed up the recommendations proposed by Roth et al., 
(1998) and further explored how the psychosocial concerns of a person diagnosed 
with cancer may impact on a person’s psychological distress. The NCCN used an 
advisory group of multidisciplinary clinicians to develop a more comprehensive list 
of psychosocial concerns experienced by newly diagnosed cancer patients. This list 
was added to the Distress Thermometer and then trialed extensively as the NCCN 
Distress Thermometer and Problem List with an American population of newly 
diagnosed cancer patients in outpatient cancer settings. The NCCN found that by 
including questions around psychosocial domains under the headings of Social, 
Family, Emotional, Physical and Spiritual they were able to identify the source of 
the distress of people experiencing cancer.  
Providing people diagnosed with cancer with a comprehensive list of items 
assists them to adequately communicate their concerns to health clinicians. The 
Problem List attached to the NCCN Distress Thermometer was originally trialed 
with an American population (NCCN, 2003). As such the psychosocial items listed 
may only be relevant to the psychosocial issues experienced by an American cancer 
population. Some countries have found that some of the words listed are not 
culturally applicable and need to be reworded to be understood (Brennan et al., 
2012; Bultz et al., 2011). Graves et al.,( 2007) argued that the NCCN Problem List 
was limited and that additional items relating to loneliness and illness adjustment 
should be added. Gessler et al., (2008) invited participants to provide written 
feedback on the acceptability of the NCCN Distress Thermometer and Problem List 
as a screening tool. The feedback from 23 participant’s highlighted inadequacies 
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with the items listed on the NCCN Problem List specifically the physical symptoms 
categories. 
Previous research indicates that health professionals confronted with 
distressed patients do not actively encourage the disclosure of emotional concerns 
and tend to focus on the physical effects of treatment (Bernard, de Roten, 
Despland, & Stiefel, 2012; Butow, Brown, Cogar, Tattersall, & Dunn, 2002; 
Fallowfield, Ratcliffe, Jenkins, & Saul, 2001; Heaven & Maguire, 1997; Maguire, 
2002; Ryan et al., 2005). The inability of health clinicians to properly assess the 
psychosocial issues of cancer patients means that psychiatric morbidity may be 
unrecognized in cancer patients and subsequently undertreated (Fallowfield et al., 
2001).  Data collected about the psychological assessments of 2297 cancer 
patients, performed by 143 doctors in the UK concluded that an incorrect 
psychological assessment had been made for 34.7% (797) of the cancer patients 
(Fallowfield et al., 2001). In another study, a review of audio tapes of oncologist 
consultations demonstrated a consistent response to informational cues (72%) and 
a limited response to the emotional cues (28%) communicated by cancer patients 
(Butow et al., 2002). Implementation of the NCCN Distress Thermometer and 
Problem List at a US Cancer Centre demonstrated an improvement in the nurse’s 
ability to identify psychological distress which subsequently increased referrals to 
supportive care services  from .6% to 52% (Hammonds, 2012). The use of a 
screening tool aids health clinicians to quickly identify those patients that need 
extra support and encourages patients to alert health clinicians to their concerns. 
To rely solely on health clinicians for the assessment of cancer patients’ emotional, 
psychological and social issues may mean that psychological distress remains 
unresolved and undertreated.  
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The NCCN Distress Thermometer and Problem List has also been shown 
to enhance communication between clinicians and patients (Dabrowski et al., 2007; 
Jones, Regan, Ristevski, & Breen, 2011). In Australia a recent study conducted 
across Victoria investigated cancer patient’s perception of how a structured 
supportive care process through screening, discussion and referral affected 
communication of concerns to clinicians  (Jones et al., 2011). Patients felt that a 
more formal process helped to identify their concerns, validate their feelings, 
communicate their physical and emotional needs, and ensure timely referral and 
follow up.  Similarly Stowers and Williams, (2008) found that patients in the 
Barwon South region of Victoria, Australia who were assessed and linked into 
supportive care services at the start of their cancer journey were less anxious and 
distressed about their cancer diagnosis compared to patients who were not offered 
supportive care. A pilot study in the Barwon region of Victoria,  Australia by 
Williams, Walker and Henry, (2015)  investigating cancer patient’s distress levels 
at diagnosis, treatment and post treatment also found an overall reduction in distress 
levels of cancer patients who were referred to supportive care services at diagnosis.  
Much of the research around the utilisation of the NCCN Distress 
Thermometer measure has focused on the validity of the Distress Thermometer not 
on the Problem List. Evidence of the utility of the NCCN Distress Thermometer is 
well established in the literature  (Campbell et al., 2009; Chambers et al., 2014; 
Gessler et al., 2008; Graves et al., 2007; Hegel et al., 2008; Jacobsen et al., 2005; 
Ransom et al., 2006; Snowden et al., 2011; Tuinman et al., 2008). The NCCN 
Distress Thermometer component of the tool has also been shown to be efficient 
and reliable in the identification of psychological distress in cross-cultural cancer 
populations. There are currently 19 language versions of the NCCN Distress 
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Thermometer and Problem List with validation studies having been  conducted in 
25 countries (Donovan, Grassi, McGinty & Jacobson,  2014). Most adaptions of 
the NCCN Distress Thermometer and Problem List have primarily focused on the 
translation of the Distress Thermometer from English to another language, such as 
Korean, Japanese, Spanish, Chinese or Swedish (Almanza-Muñoz et al., 2008; 
Bidstrup et al., 2012; Brennan et al., 2012; Cohen et al., 2012; Grassi & Watson, 
2012; Grassi et al., 2013; Gunnarsdottir et al., 2012; Iskandarsyah et al., 2013; 
Khatib et al., 2003; Omran et al., 2012; Shim et al., 2008; Tang et al., 2011; Thalén-
Lindström et al., 2013; Zhang et al., 2010). While the NCCN Distress 
Thermometer and Problem List have been translated into different languages 
Canada and the United Kingdom are the only known countries to have also adapted 
the NCCN Problem List for their contexts (Brennan et al., 2012; Bultz et al., 2011). 
Canada and the United Kingdom are closely related to the US by language and 
culture yet still identified a need to change some of the items listed on the NCCN 
Problem List to better suit their populations. 
Brennan et al., (2012) explored the usefulness  of the NCCN Problem List 
for a United Kingdom (UK) population. The study used a small focus group 
comprising of two academics, five ex-patients and six clinicians to adapt the 
NCCN Problem List. Items on the original Problem List were assessed for clarity, 
ambiguity and redundancy. The adapted NCCN Problem List was then refined by 
a sample of 735 UK cancer patients using percentage level agreement. Certain 
items on the original version such as fatigue, worry, fear, memory and sleep 
problems were frequently endorsed. New items such as loneliness or isolation were 
identified by 15-30 % of participants suggesting that these aspects needed to be 
included in the NCCN Problem List.  Brennan et al. concluded that the NCCN 
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Problem List needed to be adapted to ensure a comprehensive list of relevant items 
and that the language used needed to be understood by an UK population.  
Similarly, Bultz et al. (2011) found the items listed on the NCCN Problem 
List were inadequate particularly for describing emotional and informational needs 
of a Canadian cancer population. The original NCCN Problem List was adapted to 
include additional items about informational needs and emotional needs (Bultz et 
al., 2011). Items such as frustration, anger and knowing about resources were 
added and the number of physical concerns were reduced compared with the 
original NCCN Problem List. Bultz et al. considered the NCCN Distress 
Thermometer lacked specificity and developed. a new Problem List called the 
Canadian Problem List which was to be used in conjunction with the Edmonton 
Symptom Assessment System (ESAS) Tool. These adaptions of the NCCN 
Problem List highlight that the emotional concerns listed on the original NCCN 
Problem List may be limited. However it could be argued that the list of physical 
concerns on the original NCCN Problem List is a lot more comprehensive than the 
Canadian Problem List. The Canadian study decided to exclude at least 10 physical 
symptoms that are listed on the original NCCN Problem List as some of these 
problems are also on the ESAS. The adaptions made to the NCCN Problem List 
by Canada and the UK highlight that, although the original Problem List appeared 
comprehensive it may not be applicable to all cancer populations.  
Australian research around the utilisation of the NCCN Distress 
Thermometer is limited and has mainly focused on validating the Distress 
Thermometer against similar measures or investigating appropriate cut off points 
for significant distress levels (Campbell et al., 2009; Lee et al., 2010). Research 
investigating gender differences in Australian cancer patient’s psychological 
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distress or psychosocial concerns is also limited. Previous international research 
has argued for a need to determine if there are gender differences in the way that 
people diagnosed with cancer respond to psychological distress (Gilbar & Zusman, 
2007; Hagedoorn et al., 2000; Hoyt, 2009). A small study conducted by the 
researcher used three case studies to explore the nature of psychological distress 
and psychosocial issues in an Australian cancer population (Williams et al., 2015).  
The results from this study suggested that women were more likely to identify 
psychological/emotional issues and men practical issues. Further research is 
needed to test the validity of these case study findings and to determine whether 
gender differences impact on the type of psychosocial concerns an Australian 
cancer population identifies.  
2.3 Summary 
 
The psychological distress and psychosocial concerns of people diagnosed 
with cancer have been shown to impact on a person’s ability to cope with the 
disease and their overall quality of life (Adler & Page, 2008; Carlson & Bultz, 
2003; Graves et al., 2007; Zabora et al., 2001). There is evidence that a screening 
tool like the NCCN Distress Thermometer and Problem List can alert clinicians 
about complex psychosocial issues of cancer patients, thus ensuring timely 
psychosocial interventions (Bernard et al., 2012; Hammonds, 2012; Holland & 
Alici, 2010; Ryan et al., 2005) . 
 Some Australian studies that have trialled the NCCN Distress Thermometer 
and Problem List have identified deficiencies in the psychosocial items listed on 
the Problem List (Campbell et al., 2009; Hughes et al., 2011). For example, 
Campbell et al. (2009) argued that the NCCN Distress Thermometer and Problem 
List performed well as a simple screening tool for psychological distress and 
18 
 
psychosocial concerns of an Australian population but recommended that language 
differences and cultural application of the tool needed further investigation. Some 
Australian studies (Chambers et al., 2014; Lee et al., 2010) have also identified 
emotional and physical concerns as being the more commonly cited psychosocial 
concerns. 
 Evidence of the utility of the NCCN Distress Thermometer has been 
thoroughly demonstrated and documented (Campbell et al., 2009; Chambers et al., 
2014; Gessler et al., 2008; Graves et al., 2007; Hegel et al., 2008; Jacobsen et al., 
2005; Ransom et al., 2006; Snowden et al., 2011; Tuinman et al., 2008). Research 
indicates that the NCCN Distress Thermometer is a valid screening tool for the 
identification of psychological distress in cancer patients and should be 
implemented in the clinical setting as standard cancer care (Breitbart et al., 2013; 
Bultz et al., 2011). However, the validity of the Problem List attached to the NCCN 
Distress Thermometer in cross-cultural cancer populations is yet to be confirmed. 
In addition investigation of the extent to which the psychosocial problems listed 
on the NCCN Problem List are relevant to both men and woman is warranted 
(Waller et al., 2013).   
2.4 Aim 
 
To assess the extent to which the NCCN Distress Thermometer and 
Problem List are useful for an Australian cancer population a review of the 
literature was undertaken. A specific focus of the review was to identify qualitative 
and quantitative studies that focused on the efficacy of using the Distress 
Thermometer and Problem List or evaluated outcomes of screening with the 
Distress Thermometer and Problem List within an Australian context. 
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2.5 Method 
 
2.51 Literature Search  
 
A targeted rapid review using a systematic approach was undertaken (Haby, 
Chapman,  Clark, Barreto, Reveiz & Lavis, 2016).  Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses (PRISMA) guidelines (Moher, Liberati, 
Tetzlaff, & Altman, 2009) were followed during the literature search. Electronic 
databases relevant to health and psychology including Academia, MEDLINE, 
Cumulative Index to Nursing and Allied Health Literature (CINHAL), Psychinfo, 
PsychARTICLES and Science Direct were searched for studies published between 
Jan 2005–Dec 2017. Research investigating the usefulness of the NCCN Distress 
Thermometer and Problem List within Australia is in its infancy and has mainly 
occurred in the last 12 years, as such literature relating to the last 12 years was 
searched. Table 1 shows keywords used in the search. 
Table 1  
 
Keywords for Literature Search 
Keywords 
Distress Thermometer and Problem List  
Distress Thermometer and Problem list and Cancer, or Oncology, or Cytoplasm, 
or Australia* 
Distress Thermometer and Psychological distress, and Australia* 
Problem List and Psychological Distress and Australia* 
Note. *Australia, Australian, Australians 
2.52 Inclusion/Exclusion Criteria 
 
Qualitative or quantitative Australian studies that investigated the 
usefulness of the NCCN Distress Thermometer and/or Problem List in the 
management of Australian cancer patients were the focus for this rapid review. 
Qualitative or quantitative studies written in English and published in peer 
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reviewed journals between Jan 2005 – Dec 2017 with an abstract and full text were 
reviewed by two researchers. Commentaries and summaries were excluded. 
Studies that compared the NCCN Distress Thermometer and Problem List to other 
screening tools and also investigated the efficacy of the tool were included. Studies 
that only focused on the utility or validation of the NCCN Distress Thermometer 
or Problem List against other tools were excluded. As the Distress Thermometer 
and Problem List tool was designed for an adult cancer patient population 
(>18years) studies that used a paediatrics population were also excluded.  
2.53 Search Strategy 
 
Abstracts were assessed for relevance and to determine whether the studies 
fit the inclusion criteria. Relevant reviews were also searched for any eligible 
studies (Donovan, et al., 2014; Snowden et al., 2011). 
Using ‘Distress Thermometer and Problem List’ as the initial search term 
the systematic search identified 957 potentially relevant studies. Eight hundred and 
forty-four studies were excluded as they were not Australian and twenty-nine 
studies were found to be duplicates. Full texts of the 113 remaining studies were 
retrieved and screened according to the inclusion and exclusion criteria. One 
hundred and six studies that focused on the utility or validation of the NCCN 
Distress Thermometer or Problem List against other tools, used a paediatric 
population or were literature reviews or summaries of research were excluded.  
Seven studies that met all the inclusion criteria were reviewed in full for this 
review. A PRISMA flow diagram in Figure 1 illustrates the search results. Table 2 
provides a summary of the reviewed studies in alphabetical order.
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Figure 1 PRISMA Selection Protocol 
 
Records identified through data base searching (Cinahl, Medline, Psychinfo, 
Academia, PsychArticles, Science-Direct ) 
 
957 (citations) 
 
106 full text excluded, with reasons 
815 abstracts excluded 
(Not Australian) 
928 after duplicates were removed 
113 Assessed for eligibility 
 
7 studies included in systematic 
review 
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Table 2  
 
Summary of Reviewed Studies 
 
Author Research Aims Participants Study Design Outcomes Author Recommendations 
Chambers et al. 
(2014) 
Validation of the Distress 
Thermometer for a prostate 
cancer population. 
 
Cancer site: Prostate cancer  
Cancer patients (N=1392) 
 
Quantitative Distress Thermometer 
performed well against the IES-
R*, HADS* and BSI-18* close 
to diagnosis but became less 
sensitive as a marker for 
anxiety and depression. 
Retained sensitivity for cancer 
specific distress up to 3 years 
Cut off scores at diagnosis 
should be >4 and 1 year post 
diagnosis >3 
Distress Thermometer is a 
valid tool for identifying 
distress in a prostate cancer 
population. A prostate cancer 
specific problem list needs to 
be developed. 
Hughes et al. 
(2011) 
Explore the acceptability of 
the NCCN Distress 
Thermometer and Problem 
List for clinicians of a cancer 
community-based telephone 
helpline, cancer patients and 
carers calling the helpline. 
 
Cancer site: Mixed tumour types 
Cancer patients (n=666) 
Clinicians (n=18) 
Quantitative NCCN Distress Thermometer 
and Problem List acceptable to 
90% of callers. Useful for 
referral to supportive services. 
Challenges for callers included, 
experience of caller, 
inappropriateness of tool 
reporting problems or distress 
levels. 
Further training of operators 
using the NCCN Distress 
Thermometer and Problem 
List needed in the future. 
Further development of the 
Problem List and Distress 
Thermometer scale needed. 
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Lee et al. (2011) Examine the outcomes of 
psychosocial referrals by 
using the NCCN DT & PL 
and the 18-item Brief 
Symptom Inventory. 
Cancer site: Haematology 
Cancer Patients (N=115) 
 
Quantitative The use of the distress 
screening tool improved 
identification of distress levels 
and referrals to psychosocial 
care services. Higher frequency 
of emotional and physical 
problems were related to higher 
levels of significant distress. 
Staff surveyed reported the 
Problem List as being useful in 
identifying why the patients were 
distressed. 
 
Clear referral pathways are 
important to enhance the 
cancer patient’s psychological 
care and treatment 
Lofti-Jam, Gough, 
Schofield and 
Aranda 
(2014) 
 
Examine the ability of the 
Distress Thermometer to 
accurately identify 
patient’s with higher physical 
symptoms, unmet needs and 
psychological morbidity. 
 
Cancer site: Prostate cancer 
Cancer patients (N=332) 
 
Quantitative Compared to the HADS* the 
Distress Thermometer 
identified those patients at most 
risk of psychological morbidity. 
Assessed other indicators of 
risk for depression, such as 
being younger. Using the 
Distress Thermometer, 
facilitated early referral for 
further psychosocial 
assessment. 
Supported the utility of the 
Distress Thermometer to 
accurately identify the distress 
levels of prostate cancer 
patients with a higher level of 
psychological morbidity and 
higher burden of symptoms. 
Further research needed with a 
bigger population to assess 
utility in combination with the 
problem list. 
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Thewes, Butow 
and Stuart-Harris, 
(2009) 
 Investigate the feasibility 
and utility of a psychological 
screening program in 
Australian rural 
Oncology clinics using the 
Distress Thermometer. 
The Problem List was not 
used in this study. 
Cancer site: Mixed tumour types 
Cancer patients (N=83) 
 
Quantitative Screening did not increase rates 
of referral to psychosocial 
services for patients with 
psychological morbidity. 
Distress Thermometer had 
acceptable specificity and 
sensitivity to identify patients 
with psychological morbidity. 
Patients appreciated being 
asked about their emotional 
well-being. 
Provided preliminary evidence 
of the validity of the Distress 
Thermometer for an Australian 
cancer population. Further 
research needed to investigate 
barriers to implementation of 
distress screening in rural 
cancer clinics. 
 
Watts et al.  
(2015) 
Explore whether remoteness 
and other factors are 
associated with psychosocial 
distress. 
Explored what were the most 
commonly reported problems 
among cancer patients in 
Western Australia. 
Cancer site: Mixed tumour types 
Cancer patients (N=441) 
 
Quantitative Remoteness was associated with 
higher levels of distress. 
Patients from remote areas 
identified fewer problems than 
patients from regional and 
urban areas. Incidence of 
emotional and physical 
concerns were high among 
cancer patients regardless of 
urban or rural location. 
Health professionals should be 
encouraged to complete further 
training to deal with the high 
burden of emotional concerns 
and physical concerns 
experienced by cancer 
patients. Clearer referral 
pathways to supportive care 
services need to be developed 
to ensure early interventions. 
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Williams et al. 
(2015) 
Explore the impact of using 
the Distress Thermometer 
and Problem List early in the 
cancer trajectory. Examine 
whether a high number of 
physical concerns would be 
consistent with a high level 
of psychological distress. 
Investigate whether cancer 
patients perceive the NCCN 
Distress Thermometer and 
Problem List useful in 
identifying psychological 
distress and psychosocial 
concerns. 
Cancer site: Mixed tumour types 
Cancer patients (n=85) 
Case studies (n=3) 
 
Mixed 
Methods 
 
Distress levels reduced over 
time. Referral to supportive 
care services early in the cancer 
journey led to a reduction in 
distress levels. High frequency 
of physical concerns were 
consistent with a high level of 
distress levels. Emotional 
concerns decreased as 
psychological distress 
decreased. Qualitative case 
studies found that the NCCN 
Distress Thermometer and 
Problem List was perceived as 
being a useful tool in 
identifying distress and 
psychosocial concerns and 
communicating concerns to 
clinicians. 
Further qualitative research 
needs to be carried out with a 
larger sample size to validate 
these findings. 
Note.* HADS = Hospital Anxiety Depression Scale; BSI-18 = Brief Symptom Inventory -18; IES-R = Impact of Event Scale-Revised 
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2.6 Results 
2.61 Study Characteristics 
 
Participant sample sizes in the reviewed studies ranged from 83 (Thewes, 
Butow, & Stuart-Harris., 2009) to 1392 (Chambers et al., 2014). Of the seven 
studies reviewed, six included  cancer patients as the primary participants, with 
one study also including carers and clinicians in the sample (Hughes et al., 2011). 
Three studies targeted one cancer type including prostate (Chambers et al., 
2014; Lee et al., 2010; Lotfi-Jam, Gough, Schofield, & Aranda, 2014) and 
haematology (Lee et al., 2010). Four studies included several cancer types 
including breast  (Hughes et al., 2011;  Thewes, et al., 2009; Watts et al., 2015; 
Williams et al., 2015), colorectal ( Thewes et al., 2009; Williams et al., 2015) 
gastrointestinal (Watts et al., 2015), prostate (Chambers et al., 2014; Hughes et al., 
2011; Watts et al., 2015; Williams et al., 2015), haematology (Lee et al., 2010; 
Thewes et al., 2009; Watts et al., 2015; Williams et al., 2015),  lung (Thewes et al., 
2009; Williams et al., 2015), skin (Thewes et al., 2009; Williams et al., 2015),  head 
& neck (Watts et al., 2015; Williams et al., 2015). Across all the studies the most 
common cancers identified were breast followed by prostate then bowel. This 
aligns with the three most common types of cancer diagnosed within Australia 
(Thursfield, Giles & Farrugia, 2014). Three studies were conducted over more than 
one rural/regional site (Thewes et al., 2009; Watts et al., 2015; Williams et al., 
2015). Three studies were conducted in metropolitan hospitals with two being in 
Victoria (Lee et al., 2010; Lotfi-Jam et al., 2014) and one being in Queensland 
(Chambers et al., 2014). One study was conducted by a Cancer Council Help Line 
in Queensland (Chambers et al., 2014) 
 
 27 
 
2.62 Study Design 
 
Six of the seven studies reviewed were quantitative with one study using a 
mixed methods approach (Williams et al., 2015). Of the seven studies reviewed 
two studies validated the Distress Thermometer and Problem List against other 
measures such as the HADS, BSI-18, IES-R (Chambers et al., 2014) or Somatic 
and Psychological Health Report  (SPHERE-Short Scale) (Thewes et al., 2009). In 
one study, clinicians completed the Distress Thermometer and Problem List by 
asking patients questions about their distress and psychosocial concerns over the 
phone (Hughes et al., 2011). Two studies used the Distress Thermometer and other 
tools such as the BSI-18 (Lee et al., 2010) or the HADS, Expanded Prostate Index 
Composite (EPIC-26), Supportive Care Needs Survey (SCNS-SR34R), Cancer 
Treatment Scale (Lotfi-Jam et al., 2014) as well as or instead of the Problem List, 
to measure the psychosocial or psychological morbidity of cancer patients.  
2.7 Study Findings 
 
Key findings and outcomes from the seven studies reviewed were sorted 
into themes relating to the usefulness of the Distress Thermometer and Problem 
List. Analysis of the seven studies identified the Distress Thermometer and 
Problem List to be useful in three ways: facilitation of referrals to support services, 
identification of psychosocial concerns causing significant distress, and sensitivity 
of the Distress Thermometer to adequately screen for distress of cancer patients. 
2.71 Facilitation of referrals 
 
Of the seven studies reviewed four identified that the Distress Thermometer 
and Problem List was useful in facilitating referrals to support services such as, 
social work, cancer coordination or psychology (Hughes et al., 2011; Lee et al., 
2010; Thewes et al., 2009; Williams, et al., 2015). Two of these studies reported 
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that the NCCN Distress Thermometer and Problem List was useful in directing 
referrals as it helped to identify the origin of the distress (Lee et al., 2010; Williams 
et al., 2015). Williams et al., (2015) found that cancer patients who received 
structured screening with the NCCN Distress Thermometer and Problem List 
across the cancer trajectory and referral to supportive care services showed a 
reduction in cancer related distress. One study found that although screening with 
the Distress Thermometer and Problem List did not increase referral rates to 
psychosocial services it did reduce the time it took clinicians to refer patients to 
services (Thewes et al., 2009).  
Two studies reported the referral benefits and usefulness of the Distress 
Thermometer and Problem List from the clinician’s perspective (Hughes et al., 
2011; Lee et al., 2011). Both studies reported that clinicians considered that the 
screening tool facilitated a more concise, structured referral pathway. The Distress 
Thermometer was also identified by clinicians as being a useful tool to asses 
change in coping, by using the distress level as a base line (Hughes et al., 2011).  
Hughes et al. (2011) reported the psychosocial, physical and spiritual 
concerns listed on the Problem List as not always being appropriate to describe the 
concerns of cancer patients. Feedback from clinicians evaluating the acceptability 
of the Distress Thermometer and Problem List for cancer patients contacting a help 
line identified some inadequacies with the Problem List (Hughes et al., 2011). 
Hughes et al. reported that when the clinicians interviewed participants as part of 
screening there were many problems that could not be categorized within the 
NCCN Problem List. These included problems such as decision-making support, 
request for more information, adjustment to illness, reaction to illness, grief and 
bereavement, loss of independence, loss of control, loneliness, difficulties with 
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health professional or the health care system and problems with grandchildren and 
parents. In the Hugh et al., study participants did not complete the Distress 
Thermometer and Problem List themselves, clinicians completed the screening 
tool by speaking to participants over the phone. The Distress Thermometer and 
Problem List is a self-reporting tool that cancer patients are meant to complete 
themselves. In addition, clinicians asked patients if they had any physical, social, 
family, emotional or spiritual concerns in general rather than providing the entire 
list of concerns within each Domain, on the Problem List.  As such, the cancer 
patients may have omitted concerns or identified different issues or concerns not 
listed on the original NCCN Problem List. It could be argued that some of the 
wording used by participants to describe their concerns in the Hughes et al., study 
may be based on the interpretations of the health professionals. 
Two studies reported how the NCCN Distress Thermometer and Problem 
List was useful in enhancing the referral process from the cancer patient’s 
perspective (Thewes et al., 2009; Williams et al., 2015).  Both studies reported that 
the NCCN Distress Thermometer and Problem List was a useful tool in identifying 
distress and psychosocial concerns and communicating these concerns to 
clinicians. Patients reported the tool was easy to understand, and that they 
appreciated being asked about their emotional concerns (Thewes et al., 2009). 
Thewes et al. screened patients with the Distress Thermometer and an alternative 
supportive care screening tool (SPHERE-Short Scale). Thewes et al. found no 
increase in referrals to supportive care services or an increase in unmet needs, 
however the time to referral was shorter by nine days for participants that had been 
screened by the Distress Thermometer, compared to patients that were not screened 
with the Distress Thermometer. In the study by Williams et al. narratives from 
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cancer patients highlighted an important outcome of being screened with the 
Distress Thermometer and Problem List as a direct referral to ‘someone to talk to’ 
such as a Cancer Coordinator, Social Worker or Psychologist.  
2.72 Use of Distress Thermometer to identify significant distress levels 
 
Two studies investigated the specificity and sensitivity of the Distress 
Thermometer component of the NCCN Distress Thermometer and Problem List to 
detect cancer specific distress (Chambers et al., 2014; Thewes et al., 2009). Both 
studies found the Distress Thermometer performed well in sensitivity and 
specificity for an Australian cancer population against other screening tools. 
Chambers et al. found the Distress Thermometer performed well close to diagnosis, 
compared to the HADS, BSI-18, and the IES-R to detect cancer specific related 
distress, anxiety and depression in a prostate cancer population. Chambers et al. 
found the Distress Thermometer to be sensitive for distress up to one year post 
diagnosis, however sensitivity for depression and anxiety decreased over this time. 
The results of this study supported the use of the Distress Thermometer to screen 
for distress in a prostate cancer population and across the cancer trajectory. Similar 
findings were reported by Lofti-Jam et al. (2014) who compared the Distress 
Thermometer with the HADS and concluded that the Distress Thermometer 
accurately identified psychological morbidity for a prostate cancer population. 
Both Chambers et al. and Lofti-Jam et al. used only one type of tumour stream 
(prostate cancer patients) to validate the Distress Thermometer so these results may 
not be applicable to a general cancer population.  
2.73 Usefulness of the NCCN Problem list to help identify cause of distress 
 
Four studies reported a link between significant distress levels and certain 
psychosocial problems identifying the usefulness of the NCCN Problem List in 
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determining the cause of distress (Lee et al., 2011; Lofti-Jam et al., 2014; Watts et 
al., 2015; Williams et al., 2015). Three of the four studies found higher levels of 
significant distress in cancer patients who experienced a higher frequency of 
emotional, physical or practical problems (Lee et al., 2010; Watts et al., 2015; 
Williams et al., 2015). These three studies also identified that the most common 
psychosocial concerns experienced by Australian cancer patients were worry, 
fatigue, nervousness and sadness (Lee et al., 2011; Watts et al., 2015; Williams et 
al., 2015). These studies demonstrated the usefulness of the NCCN Problem List 
in identifying distress but there was no further evaluation of the validity of the 
psychosocial concerns listed on the Problem List.  
Watts et al. (2015) explored whether remoteness had an impact on 
psychosocial concerns and distress levels of cancer patients. After comparing rural, 
regional and metropolitan populations of cancer patients Watts et al. identified no 
difference in distress levels between the groups. However, Watts et al. did find that 
urban and regional cancer patients experienced more concerns than rural cancer 
patients. A high proportion of male participants in the rural population and the fact 
that men are less inclined to report distress (Weinberg, Tronik, Cohn and Olson, 
1999) could account for the lower reports of distress in the Watts et al. study. In 
addition, Watts et al. noted that rural communities often under report concerns due 
to fears of community stigma.  Lofti-Jam et al. (2014) also reported that 
psychosocial concerns such as higher levels of anxiety, depression, unmet physical 
and daily living concerns were linked to higher levels of distress among Australian 
cancer patients. 
Hughes et al. (2011) identified inadequacies with the NCCN Problem List 
and found that some problems identified by cancer patients in their study could not 
 32 
 
be categorized by the Problem List such as decision-making, support, request for 
further information or feeling alone. Similarly, Thewes et al. (2009) found that six 
months after the initial screening participants still had significantly high levels of 
overall unmet needs, information needs, psychological needs, physical and daily 
living needs.  
The reviewed studies imply that the NCCN Problem List may not list all of 
the psychosocial concerns of an Australian cancer population. Identified 
inadequacies by Hughes et al. (2011) and Thewes et al. (2009) in particular support 
the need for further investigation to determine whether the current list of 
psychosocial items on the NCCN Problem List is comprehensive enough and 
relevant to an Australian cancer population.  
 
2.8 Discussion 
The aim of this targeted rapid review was to identify studies investigating 
the usefulness of the NCCN Distress Thermometer and Problem List for an 
Australian cancer population. Seven studies were reviewed that met the 
inclusion/exclusion criteria. Although the studies used variable methodology, 
different populations (urban to rural) and ranged in sample size, the results of each 
of the studies showed a consistency across clinicians and cancer patients in relation 
to perceptions of the usefulness of the Distress Thermometer and Problem List 
screening tool.  
One of the key themes revealed in this review was the usefulness of the 
Distress Thermometer and Problem List in providing a more structured approach 
to identifying distress related concerns of cancer patients and subsequent referral 
to support services (Hughes et al., 2011; Lee et al., 2010; Thewes et al., 2009; 
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Williams et al., 2015). Feedback from clinicians and cancer patients supported the 
usefulness of the screening tool in the communication of cancer patients concerns 
and streamlining referrals to services (Hughes et al., 2011; Lee et al., 2010;  
Thewes et al., 2009; Williams et al., 2015). The usefulness of the NCCN Distress 
Thermometer and Problem List to facilitate referrals and adequately identify not 
only the level of distress but also the origin of the distress aids and streamlines the 
referral process. Adequately screening cancer patients and linking patients with an 
appropriate clinician for support can significantly reduce distress levels across the 
cancer trajectory (Williams et al., 2015).  
The usefulness of the NCCN Problem List in determining the cause of 
significant related cancer distress has been demonstrated as being important during 
the referral process (Lee et al., 2011; Watts et al., 2015; Williams et al., 2015). The 
ability of the Problem List to identify the psychosocial concerns linked to cancer 
related distress has been shown to directly guide the clinician, to enable the most 
appropriate referral pathway (Williams et al., 2015). Cancer patients who 
experience higher levels of distress have been shown to experience higher levels 
of physical and emotional concerns (Lee et al., 2011; Watts et al., 2015; Williams 
et al., 2015) Therefore using the NCCN Problem List to alert clinicians to the 
physical or emotional concerns of cancer patients is integral to the psychosocial 
assessment of cancer patients.  
The four most common psychosocial concerns experienced by cancer 
patients were identified as worry, fatigue, nervousness and sadness (Lee et al., 
2011; Watts et al., 2015; Williams et al., 2015). This may suggest that regardless 
of cancer type, demographics or geographical location cancer patients experience 
similar psychosocial concerns. The consistency in the identification of concerns by 
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cancer patients across studies highlights the usefulness of the NCCN Problem List 
for different cancer populations, but despite these commonalities the current 
Problem List still has deficiencies. The Problem List may not list all of the 
psychosocial, physical or spiritual concerns appropriate for an Australian cancer 
population (Hughes et al., 2011; Lee et al., 2010; Thewes et al., 2009; Williams et 
al., 2015). Research in the UK and Canada has found it necessary to adapt the 
NCCN Problem List due to identified deficiencies and to ensure cultural 
appropriateness of the phrases and words listed (Brennan et al., 2012; Bultz et al., 
2011). To determine if the Problem List is a useful tool for identifying Australian 
cancer patient’s psychosocial problems, investigation is needed to examine how 
relevant and comprehensive the concerns listed on the Problem List are for an 
Australian cancer population.
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Chapter 3 Methodology 
 
People diagnosed with cancer can experience high levels of emotional 
distress and psychosocial concerns that can have long term effects on their ability 
to cope and recover from cancer treatment (Adler & Page, 2008; Graves et al. 
2007). A supportive care screening tool called the NCCN Distress Thermometer 
and Problem List  to identify the emotional, practical, psychological, physical and 
social concerns of cancer patients has been implemented across Victoria, Australia 
(Department of Health, 2009). This screening tool was initially developed to help 
identify the psychological distress and psychosocial concerns of an American 
cancer patient population (Roth et al., 1998). Australian trials and implementation 
of the NCCN Distress Thermometer and Problem List have highlighted that some 
items may not be culturally applicable to an Australian population (Campbell et 
al., 2009). In addition, there is evidence that the psychosocial problems listed on 
the NCCN Problem List do not encompass all concerns experienced by Australian 
cancer patients (Hughes et al., 2011; Thewes et al., 2009).  
A mixed methods study was undertaken to refine and adapt the NCCN 
Problem List for an Australian context. This chapter outlines the methodology for 
the qualitative and quantitative studies conducted. The overall aim of this research 
was to: 1) To explore the common psychosocial concerns experienced by 
Australian cancer patients and adapt the NCCN Problem List accordingly; and 2) 
pilot and refine the adapted Problem List with a sample of Australian cancer 
patients and clinicians to establish face and content validity. 
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3.1 Qualitative Study 
 
Qualitative inquiry involves the exploration of how people interpret 
experiences and the understanding of meaning they attach to those experiences 
(Merriam, 2014). Qualitative inquiry provides deeper richer understanding and 
insight into a person’s lived experience. It provides the researcher with the 
opportunity to be an observer of natural daily experiences. In this study a 
qualitative approach provided an opportunity to gain greater understanding of how 
a cancer diagnosis impacts on the psychosocial concerns experienced by Australian 
cancer patients. Morgan (1996) argued that group discussion is useful for 
identifying commonalities or differences across groups and helping participants to 
explore their reasoning behind their answers. In this study, group interviews were 
the preferred method of data collection as a group dynamic could help to uncover 
and expand the thoughts and feelings of participants, leading to enhanced 
discussion.  
3.11 Theoretical Approach 
 
A phenomenological approach was used in the qualitative study. A 
phenomenological approach investigates the way people interpret the events they 
experience to find meaning in the dialogue (Higgs, 1998). A phenomenological 
approach can be used to describe the similarities and differences of people as they 
experience a common phenomenon. A phenomenon is defined as an ‘object’ of 
human experience, such as anger, grief or sadness (Moustakas, 1994). Interviews 
are generally conducted with individuals who have experienced the phenomenon 
of interest as a means of understanding and describing the nature of the experience 
(Creswell, 2012). Phenomenology relies on narrative accounts as sources of data.  
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The narratives provide naturally occurring material to explore the different ways 
people explain and interpret experiences.  
The aim of the qualitative study was to explore how a cancer diagnosis 
impacted on the lived experience of people and how they interpreted this 
experience. A particular focus was to explore how a cancer diagnosis affected 
people psychologically, socially, spiritually and/or physically. 
3.12 Participants and Recruitment 
 
The study aimed to recruit a cross sectional purposive sample of 
approximately 75 participants diagnosed with cancer from Jan 2013 across three 
health care services (Barwon Health, Monash Health and Latrobe Regional 
Hospital). The inclusion of these three health care services ensured adequate 
representation of metropolitan and regional cancer populations. There is evidence 
that cancer patients from regional areas can experience different psychosocial 
concerns compared with cancer patients living in metropolitan areas and that 
regional cancer patients have limited access to psychosocial support services 
(Heathcote & Armstrong, 2007). As such it was important to recruit participants 
from across different regions of Victoria to ensure the psychosocial needs of all 
Victorian cancer patients were reflected.  
It was also important to recruit participants’ representative of an Australian 
cancer population. Equal numbers of male and female adults with a different cancer 
diagnosis, over 18 years of age were invited to participate in a group interview. 
Potential participants who were physically unable to attend a group interview 
because of advanced disease or cognitive impairment were excluded from the 
recruitment process as they would not be able to sustain a two-hour interview. Non-
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English speaking potential participants were also excluded due to a lack of 
resources. 
Potential participants were identified through the Victorian Cancer Registry 
(VCR), who gave approval for specific extracted data to be used for the recruitment 
process of this study. As part of the Cancer Act (1958), Public and Private 
Hospitals, and Victorian pathology services are required to register patients 
diagnosed with cancer with the VCR. Each time a patient with cancer is admitted 
to hospital the corresponding health care service collects and submits data 
describing the patient’s cancer diagnosis to the VCR. The Registry utilises this data 
to report on cancer diagnoses and deaths from cancer each year.  In this study 
potential participants were identified using information routinely collected on each 
cancer admission by the three participating health care services (Barwon Health, 
Monash Health and Latrobe Regional Hospital), as shown in Figure 2.      
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Figure 2 Flow chart depicting recruitment of potential participants for the 
qualitative study 
 
VCR Identification of Potentially Eligible participants:  
Inclusion criteria for the study: 1) Diagnosis of invasive cancer 2) Age>18yrs 3) 
Had treatment at one of the participating health care services (Barwon Health, 
Monash Health, Latrobe Regional Hospital) 4) Diagnosed since January 1, 2013 5) 
English speaking.   
Exclusion criteria for the study: 1) Cognitive Impairment; 2) Have not had any 
treatment for cancer at either participating treatment centre; 3) Hospital interpreter 
needed; 4) Metastatic Disease 5) Subsequent death; 6) Age <18yrs 
VCR constructed sample list sent principal 
researcher each health care service specific list. 
 
Each health care service (Barwon Health, Monash 
Health, Latrobe Regional Hospital) matched patients 
on VCR list to hospital records by UR number. 
Principal researcher posted out study invitation 
letter, information sheet and consent form to 
potential participants.  
Principal researcher contacted participants to organise 
a time to come to attend an interview. 
Death check: against 
hospital records at 
each health care 
service and other 
data sets available 
Consent Form returned to principal researcher  
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3.13 Participant Sampling 
 
The differences in cancer incidences across three heath care service regions 
(Barwon South Western, Southern Melbourne, East Gippsland,) in which the three 
participating health sites (Barwon Health, Monash Health and La Trobe Regional 
Hospital) belonged were taken into account to ensure that during recruitment there 
was an accurate representation of each of the cancer populations. The VCR data 
showed that a proportion of cancer diagnoses across each of the three Victorian 
health care service regions (Barwon South Western, East Gippsland, Southern 
Melbourne) were the same for the top three most common cancers (prostate, bowel, 
breast). There were slight differences in the average incidence rates for the less 
common cancers across the three health care service regions. An attempt was made 
to ensure that the sample of potential participants reflected the incidence of cancer 
cases for each health care service region. The VCR was asked to randomly identify 
from the sample population the same percentage of each cancer diagnoses (see 
Table 3) for each health care service region. The inclusion of people who spoke a 
language other than English (LOTE) was also important. Overall the percentage of 
LOTE people in the population over the three health care service regions was quite 
low (between 3-13%) (Australian Bureau of Statistics, Census of Population and 
Housing, 2006-2011). However in order to have a representative sample of the total 
population an attempt to include participants from the LOTE community was 
made, as long as they were able to read and speak English. Table 4 shows the 
ethnicity within the regional and metropolitan areas. 
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Table 3 
 
Average cancer cases for each health care service region for 2009-2012 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
                               Note. Source: Victorian Cancer Registry, Cancer Council Victoria 23/10/2014
Cancer Cases Average Last Five Years      
Barwon South  
Western   East Gippsland   
City of Bayside 
Southern 
Melbourne   
Cancer 
Cases 
Person % of total Cancer 
Cases 
Person % of total Cancer 
Cases 
Person % of total 
Prostate 418 18.10% Prostate 272 16.70% Prostate 1533 19.50% 
Bowel 333 14.40% Bowel 235 14.40% Bowel 964 12.30% 
Breast 260 11.30% Breast 190 11.60% Breast 944 12.00% 
Melanoma 200 8.70% Lung 168 10.30% Lung 667 8.50% 
Lung 194 8.40% Melanoma 134 8.20% Melanoma 639 8.10% 
All other ca 136 5.90% All other Ca 98 6.00% All other Ca 469 6.00% 
Lymphoma 108 4.70% Lymphoma 76 4.70% Lymphoma 357 4.60% 
Oral Cavity 72 3.10% Pancreas 41 2.50% Leukaemia 218 2.80% 
Unknown 63 2.80% Oral Cavity 39 2.40% Pancreas 190 2.40% 
Leukaemia 58 2.50% Kidney 39 2.40% Unknown Ca 186 2.40% 
Kidney 57 2.50% Unknown 38 2.30% Kidney 184 2.40% 
Pancreas 52 2.30% Bladder 37 2.20% Bladder 176 2.20% 
Bladder 50 2.20% Leukaemia 37 2.20% Oral Cavity 166 2.10% 
Uterus 42 1.80% Stomach 33 2.00% Uterus 159 2.00% 
Stomach 40 1.70% Uterus 29 1.70% Stomach 147 1.90% 
Brain & CNS 37 1.60% Brain & CNS 26 1.60% Brain & CNS 129 1.60% 
Multiple Myeloma 33 1.40% Multiple Myeloma 25 1.50% Thyroid 118 1.50% 
Oesophagus 33 1.40% Oesophagus 24 1.50% Multiple Myeloma 113 1.40% 
Ovary 31 1.30% Liver 19 1.20% Ovary 104 1.30% 
Thyroid 21 0.90% Ovary 19 1.20% Liver 100 1.30% 
Liver 21 0.90% Thyroid 18 1.10% Oesophagus 89 1.10% 
Mesothelioma 14 0.60% Mesothelioma 13 0.80% Cervix 54 0.70% 
Testis 11 0.50% Testis 8 0.50% Testis 52 0.70% 
Cervix 11 0.50% Larynx 8 0.50% Mesothelioma 44 0.60% 
Larynx 9 0.40% Cervix 8 0.50% Larynx 41 0.50% 
All Cancers       2305 100% All Cancers 1635 100% All Cancer  7844 100% 
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  Table 4    
 
Ethnicity across the three health care service regions 
 
Note. Source: Australian Bureau of Statistics, Census of Population and Housing 2006 and 2011
Barwon South West  2011 2006 Change 
Ethnicity Number % G21 Region % Number % 
G21 Region 
% 
2006 to 2011 
Aboriginal and Torres Strait Islander population     3545   1.0   0.8     2,772   0.8   0.7      +773  
Australian born 297,985 82.7 80.9 281,376 82.4 80.4 +16,609  
Speaks a language other than English at home   24,262   6.7   8.1   21,043   6.2    7.7   +3,219  
East Gippsland          
Ethnicity Number % 
Regional 
VIC % 
Number % 
Regional 
VIC % 
  
Aboriginal and Torres Strait Islander population   1,348   3.2   1.5   1,138   2.8   1.2   +210  
Australian born 35,475 84.1 84.3 33.536 83.8 84.3 +1,939  
Speaks a language other than English at home   1,337   3.2   5.3   1,199   3.0   4.7   +138  
City of Bayside Southern Melbourne         
Ethnicity Number % 
Greater 
Melbourne % 
Number % 
Greater 
Melbourne 
% 
  
Aboriginal and Torres Strait Islander population      155   0.2   0.5     139   0.2   0.4     +16  
Australian born 65,050 70.8 63.3 63,014 71.7 64.5 +2,036  
Speaks a language other than English at home 12,201  13.3 29.1 10,598 12.1 26.0  +1,603  
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3.14 Rationale for sample size 
 
A sample size of 75 was proposed as it was considered a feasible number to 
achieve saturation of data. The concept of saturation occurs when the collection of 
new data does not illicit any new information on the issues being investigated 
(Guest, Bunce, & Johnson, 2006). A sample size of 30-70 is recommended for 
qualitative studies to achieve saturation (Creswell, 2012). The sample size for a 
qualitative study can also depend on the scope of the study, the population being 
studied, resources available and time limitations of the study (Ritchie, Lewis, 
Nicholls, & Ormston, 2013). It was anticipated that a sample of approximately 75 
was needed to recruit participants with different cancer diagnoses and ensure 
adequate representation of the total population. Time restrictions limited the ability 
to resend invitations to potential participants. Saturation was considered to have 
been reached in this study when recurring themes started to emerge in the data. 
The aim was to recruit approximately 25 participants from each of the three 
participating health care services (Barwon Health, Monash Health and Latrobe 
Regional Hospital). One hundred cancer patients were randomly identified from 
each of the health care services to achieve the aim of recruiting at least 25 from 
each site. A response rate of 30-40% was anticipated.  Response rates of cancer 
patients for surveys and interviews has been found to be 30%-40%, particularly if 
the survey or invitation involves opportunities for cancer patients to express their 
concerns (Kelly, Fraze, & Hornik, 2010). 
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3.15 Procedure 
 
The qualitative study commenced following ethics approval from Deakin 
University and the three health care services (Barwon Health, Monash Health, and 
Latrobe Regional Hospital).  
An interview schedule was piloted with an established consumer advisory 
committee consisting of cancer patients, to determine acceptability of the questions 
that participants would be asked. The consumer advisory committee were asked to 
review the questions for clarity, language, content and format. Feedback from the 
consumer advisory committee participants resulted in some of the questions in the 
interview schedule being revised and the language simplified to encourage more 
open discussion. Also the number of questions were reduced from eight to five key 
questions to encourage greater depth of discussion by participants (Appendix A) 
Group interviews with cancer patients were approximately two hours in 
length and held at each health care service (Barwon Health, Monash Health, and 
Latrobe Regional Hospital). Cancer patients who were unable to attend the group 
interviews were offered an individual interview. Individual interviews were 
approximately one hour in length and conducted at the appropriate health care 
service or by telephone. All interviews were recorded and then transcribed 
verbatim. Following the interview participants were asked to review the items on 
the original NCCN Problem List and consider whether they were culturally 
appropriate, clear and relevant to an Australian cancer population. Participants were 
also asked to complete a brief questionnaire to collect demographic information 
(see Appendix F) 
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3.16 Analyses 
 
A directed content analysis was initially conducted to analyse the interview 
transcripts. This type of qualitative analysis is appropriate when existing theory or 
research guides the analyses (Hsieh & Shannon, 2005). The content analysis 
involved using the psychosocial domains on the original NCCN Problem list 
(Emotional, Practical, Spiritual, Physical and Family) as themes for the coding of 
data. Data that could not be allocated to one of the five themes were allocated to a 
theme labelled ‘other’. The transcripts were coded into the ’a priori’ themes by 
identifying  phrases or words in the language that explicitly or implicitly denoted 
the domains on the NCCN Problem List. To improve rigor a second reviewer coded 
30% of the data to confirm the themes. 
 Following the directed content analysis, a thematic analysis of the data initially 
coded into the ‘other’ theme was undertaken. The thematic analyses followed the 
process of coding recommended by Braun and Clarke (2006) and involved: 
familiarisation with the data, generating initial codes, searching for themes among 
the codes, reviewing the themes, and refining and naming the themes. The 
qualitative data was then used to generate a pool of psychosocial items for an 
adapted Problem List. Two researchers reviewed the list of items taking into 
account the following: 
 ambiguity 
 clarity  
 cultural sensitivity 
 literacy level 
A discussion was held between the two researchers to reach agreement about the 
final list of items to be included on the adapted Problem List.  
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3.2 Quantitative Study 
 
  The primary aim of the quantitative study was to pilot and refine the 
adapted Problem List using a methodology similar to Brennan et al., (2012) and  
Bultz et al., (2011). The specific objectives were to: 1) Use a sample of Australian 
cancer patients and clinicians to identify the most valid psychosocial concerns; 2) 
determine the psychosocial concerns that need to be retained or eliminated using 
frequency and percentage level agreement; and 3) establish face and content 
validity.  
 3.21 Participants 
 
3.211 Cancer Patients 
A cross sectional sample of approximately 200 people diagnosed with cancer 
from Jan 2013 were to be recruited from Barwon Health, to review the adapted 
Problem List. Barwon Health was the only health care service chosen to pilot the 
adapted Problem List as its cancer population was considered an adequate 
representation of each of the tumour streams. Limitations also meant reminder 
surveys would be unable to be sent out. The aim was to recruit a total sample of 
participant’s representative of an Australian cancer population. Equal numbers of 
adult men and women with a different cancer diagnosis, over 18 years of age were 
invited to participate. Once again people who were physically unable to complete 
the survey because of advanced disease, cognitive impairment or are unable to 
speak English were excluded. An attempt was made to ensure that the sample of 
participants reflected the incidence of cancer cases for the Barwon South Western 
region, as indicated in Table 3.  
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3.212 Clinicians  
The adapted Problem List was also piloted with a small expert group of 
clinicians at the Barwon Health site to compare clinician’s responses with cancer 
patient’s responses. The clinicians were used as an expert group to determine 
content validity of the adapted Problem List. Content validity of an instrument can 
be determined by using the view-points of a panel of experts (Davis, 1992). All of 
the clinicians who participated in reviewing the adapted Problem List were 
experienced in caring for people diagnosed with cancer and involved in 
identifying the types of psychosocial support they required. 
3.22 Rationale for Sample size 
 
A sample size of approximately 200 participants in total (equal numbers of 
males and females) to pilot and review the adapted Problem List was considered 
sufficient to establish face and content validity.  Approximately 200 participants 
were to be recruited from Barwon Health. Six hundred cancer patients were 
identified to achieve the aim of recruiting approximately 200 participants. The 
response rate of the survey was likely to be 30-40% if no reminder was used in the 
study. Cancer patients are enthusiastic participants when responding to surveys if 
offered the opportunity to express their concerns. (Kelly et al., 2010). Based on the 
most recent numbers of new cancer cases in the Barwon South Western region 
(~1057/year; Cancer Council Victoria; 2011) the estimated recruitment rate for the 
target sample was viewed as being easily achievable.  
3.23 Procedure 
 
3.231 Cancer Patients  
Following ethics approval from Barwon Health and Deakin University, a 
similar recruitment procedure was followed to that used in the qualitative study. 
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Participants were identified through the VCR and sent an invitation to participate 
along with a copy of the adapted Problem List. Participants were asked to identify 
which concerns were valid concerns for cancer patients and to return the survey in 
the supplied prepaid envelope. Completing and returning the survey signified 
consent. Participants were also asked to complete some brief demographic 
questions. 
3.232 Clinicians 
Following an ethics approval from Barwon Health and Deakin University 
recruitment of potential participants was by email invitation. An email invitation 
with a link to an online survey was sent to the senior administrator at Barwon 
Health for distribution to eligible clinicians over the age of 18 years working in 
cancer services. The distribution list of clinicians was identified by the senior 
administrator and as per ethics approval was not disclosed to the researcher. 
3.24 Item Analysis 
 
Face and content validity was to be established by determining whether the 
items listed under each of the psychosocial domains were appropriate and relevant 
to Australian cancer patients. Face validity evaluates usability of a survey by 
examining format, readability, feasibility, clarity and style (Davis, 1992). Content 
validity is usually undertaken by ‘experts’ relating to a particular subject matter to 
ensure the survey includes the necessary attributes related to the subject matter 
(Davis, 1992). To determine the face and content validity of the items on the 
adapted Problem List an appraisal of item content was necessary. The adapted 
Problem List for an Australian population included 80 items (shown on Table 12) 
and was piloted with cancer patients (n=88) and clinicians (n =19). Face and content 
validity was determined by asking the participants to indicate whether they believed 
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each item was a valid concern for cancer patients (see Appendix G). Responses to 
the items were then analysed for frequency and percentage level agreement. T-tests 
and MANOVA’s were conducted to test for gender, age and tumour stream 
differences. 
3.25 Determining Psychometric Properties 
 
This initial pilot of the adapted Problem List assisted in refining the scale. 
Further testing with a larger population will be necessary to establish and confirm 
psychometric properties of the adapted Problem List in conjunction with the 
Distress Thermometer as a valid and reliable tool for an Australian cancer 
population.  
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Chapter 4 Qualitative Study 
 
This chapter outlines the qualitative study undertaken in this thesis. The 
purpose of the qualitative study was to explore the psychosocial concerns and 
issues Australian cancer patients experience and adapt the NCCN Problem List 
accordingly. Group interviews with cancer patients were mainly used to provide a 
deeper understanding of how psychosocial concerns impact on the psychological 
distress of Australian cancer patients. Study participants described their feelings, 
emotions, physical symptoms, spiritual wellbeing and the impact a cancer 
diagnosis has on the family, career, financials and practical aspects of their life.  
Participants also discussed their experiences of cancer services and supportive care 
services.  The research findings reported in this chapter are based on the following 
data sources: group interviews, individual interviews and researcher observations. 
4.1 Method 
 
4.11 Participants 
 
Eligible participants were people diagnosed with any cancer type, from Jan 2013, 
who attended one of three health care services (Barwon Health, Monash Health or 
Latrobe Regional Hospital).  Age range was eighteen years and over.  Patients who 
were excluded from the project included those who did not consent and any with 
advanced disease or cognitive impairment that impacted on their ability to 
physically attend a two-hour group interview. Non-English speaking participants 
were also excluded due to limited resources.  
A total of 309 people with a diagnosis of cancer were invited to participate 
in the qualitative study.  Table 5 shows details of the invited participants by age, 
gender, cancer diagnosis and location.  As can be seen in Table 5 approximately 
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equal numbers of female 152 (49%) and male 157 (51%) participants were invited 
with the majority 223 (72%) between the ages of 50-79.  The predominant cancer 
diagnosis of invited participants was urology (25%), colorectal (16%) and breast 
(12%) which reflects the cancer incidence rates across Victoria. There was 
approximately equal representation from each of the three participating health care 
sites (Barwon Health 32%, Latrobe Regional Hospital 36%, and Monash Health 
32%). 
A total of forty-three (14%) people consented to participate in the 
qualitative study. Of the people invited to participate thirty-three (11%) declined 
to participate and 17 (5.5%) had passed away as informed by family members. Due 
to potential ill health of participants, attrition due to death and time limitations a 
participation reminder was not sent out. 
Almost twice the amount of men 27 (63%) compared to women 16 (37%) 
consented to participate in the interviews. There were fewer participants from 
Latrobe Regional Hospital 12 (28%) compared to Barwon Health 17 (39%) and 
Monash Health 14 (32%). A high proportion of the participants were aged between 
60-79 (72%), were retired (74%) and lived with their spouse (55%) (See Table 6). 
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Table 5   
 
Distribution of invited participants according to gender, age group, cancer 
diagnosis, location 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Note. Upper Gastro-intestinal* 
 Barwon  
Health 
Latrobe 
Regional 
Hospital 
Monash 
 Health 
Total 
Gender 
 
    
Male 56 51 50 157 (51%) 
Female 44 60 48 152 (49%) 
Total  100 (32%) 111 (36%) 98 (32%) 309 
Age Group     
18-29yrs 2 0 2 4 (1%) 
30-39yrs      4      2      3      9 (3%) 
 
40-49yrs 3 3 6 12 (4%) 
50-59yrs 21 12 24 57 (19%) 
60-69yrs 20 30 25 75 (24%) 
70-79yrs 31 38 22 91 (29%) 
80> 19 26 16 61 (20%) 
Cancer 
Diagnosis 
    
Urology 25 27 25 77 (25%) 
Colorectal 18 18 13 49 (16%) 
Breast 12 13 12 37 (12%) 
Lung 9 13 11 33 (11%) 
Haematology 10 7 10 27 (9%) 
Skin   9 9 6 24 (8%) 
Upper GI* 5 7 6 18 (6%) 
Gynaecology 5 8 5 18 (6%) 
Head & Neck 3 6 5 14 (4%) 
Endocrine 2 3 2 7 (2%) 
Brain 2 0 3 5 (1%) 
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Table 6  
 
Distribution of participants according to gender, employment, age group, living 
arrangements and cancer diagnosis       
 Barwon Health Latrobe Regional  
Hospital 
Monash 
Health 
Total 
Gender     
Male 10 9 8 27 (63%) 
Female 7 3 6 16 (37%) 
Total  17 (39%) 12 (28%) 14 (32%) 43 
Employment     
Employed 2 5 2 9 (20%) 
Unemployed 1 0 1 2 (4%) 
Retired 14 7 11 32 (74%) 
Age Group     
18-39yrs 0 0 0 0 
40-49yrs 1 0 0 1 (2%) 
50-59yrs 3 0 4 7 (16%) 
60-69yrs 4 4 4 12 (28%) 
70-79yrs 8 6 5 19 (44%) 
>80 1 2 1 4 (9%) 
Living 
Arrangements 
    
Spouse/Partner 10 7 7 24 (56%) 
Family 
Member 
2 0 3 5 (12%) 
Live Alone 5 5 4 14 (32%) 
Cancer 
Diagnosis 
    
Urology 4 4 3 11 (26%) 
Lung 3 2 3 8 (18%) 
Colorectal 3 2 2 7 (16%) 
Haematology 2 2 1 5 (12%) 
Breast 1 1 4 4 (9%) 
Gynaecology  1 0 2 3 (7%) 
Skin 1 1 1 3 (7%) 
Head & Neck 2 0 0 2 (5%) 
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4.12 Procedures 
 
Ethics approval was obtained through the relevant Ethics Committees (see 
Appendix B). Potential participants who met the inclusion criteria were identified 
from the Victorian Cancer Registry (VCR) for each health care service (Barwon 
Health, Latrobe Regional Hospital and Monash Health). The VCR forwarded the 
extracted data that listed potential participants to the Health Information Manager’s 
(HIM) at each of the three health care services (Barwon Health, Latrobe Regional 
Hospital and Monash Health). The HIM’s extracted a sample of potential 
participants in accordance with the incidence rates of certain tumour streams at 
each site (see Chapter 3, Table 3). A death check was then performed for each 
health care service.  
A Plain Language Statement outlining the nature of the study (see 
Appendix C), a copy of the consent form (see Appendix D) and reply-paid 
envelope for returning the completed consent form were included with the letter of 
invitation (Appendix E). The researcher contacted consenting participants and 
discussed in detail the main aims of the research ensuring participants had a good 
understanding of what participation involved.  Due to ill health or distance some 
participants were unable to attend a group interview and were offered an individual 
telephone interview instead. The qualitative study commenced following ethics 
approval from Deakin University and the three health care services (Barwon 
Health, Monash Health, and Latrobe Regional Hospital). Prior to conducting the 
group and individual interviews the interview questions were piloted with a small 
group of eight cancer patients, who were part of a consumer advisory committee 
to determine acceptability of the questions that participants would be asked. The 
consumer advisory committee reviewed the questions for clarity, language, content 
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and format. Feedback from the consumer advisory committee participants resulted 
in some of the questions in the interview schedule being revised and the language 
simplified to encourage more open discussion. Also the number of questions were 
reduced from eight to five key questions to encourage greater depth of discussion 
by participants (Appendix A).  The consumer discussion lasted for two hours and 
was taped and later transcribed verbatim.  
The participant group interviews were conducted face to face at the three 
sites and lasted for approximately two hours. The individual telephone interviews 
took approximately one hour. Although an interview schedule was used in the data 
collection (see Appendix A), free narration was encouraged and at some points in 
the conversations the researcher asked further questions to gain a deeper 
understanding of experiences. The interviews were taped and later transcribed 
verbatim. 
4.2 Data Analysis 
 
The data analysis was completed in two phases. The first phase initially 
involved a content analysis, followed by a thematic analysis. The second phase 
involved the development of the adapted Problem List. 
 4.21 Phase One Analysis 
 
Content analysis was initially used to analyse the data using the qualitative 
data analysis software NVIVO 11. The five psychosocial domains on the original 
NCCN Problem list were used to create the themes for the content analysis 
(Emotional Concerns, Practical Concerns, Spiritual Concerns, Physical Concerns 
and Family Concerns). Text was observed for phrases or words in the language that 
demonstrated the five psychosocial domains on the NCCN Problem List. An 
additional theme initially labelled ‘other’ was formed for text that was unable to be 
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categorised within the original five psychosocial domains following the content 
analysis. Text within the ‘other’ category was thematically analysed using the 
method proposed by Braun and Clarke (2006) to identify new themes. To assign 
data to themes, text containing the identified, language markers or, text resembling 
similar meaning and context was used as the unit of coding. For example, 
descriptive words or language markers such as numb or surreal could indicate shock 
and represents the Emotional Concerns theme.  Interrater reliability was established 
by having 30% of the data analysed independently by a second researcher to 
confirm the themes. Percentage level agreement between the two researchers was 
95%. The language markers used to code the data and an example of text 
demonstrating each category are displayed in Table 7. As can be seen in Table 7, a 
new theme ‘Supportive Care Services’ was identified in the data. 
  
4.22 Phase Two Analysis: Development of the Adapted Problem List 
 
The original NCCN Problem List consisted of 38 items, categorised under 
five psychosocial domains (Emotional, Physical, Practical, Family and Spiritual). 
The qualitative data analyses identified an additional 20 items to be added to the 
original five domains. Two new domains (Supportive Care Services and 
Information Needs) were created from the new theme of Supportive Care Services 
identified in the qualitative data. A list of items comprising these two new domains 
were generated and included items relating to supportive care services such as 
social work or psychology and information on topics regarding disease or 
treatment. In total another twelve items were generated constituting the new 
Supportive Care Services and Information Needs domains. 
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To ensure a comprehensive list of items for the adapted Problem List, two 
studies that previously investigated adapting the NCCN Problem List for similar 
populations by Brennan et al., (2012) and Bultz et al., (2011) were also reviewed. 
Following the review of these two studies, a further twelve psychosocial items were 
generated for the adapted Problem List and included feeling a burden to others, loss 
of faith, and guilt and were placed into the appropriate psychosocial domains.  
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Table 7  
 
Coding categories with text examples from most to least frequently mentioned concerns 
 
Themes Number of 
times 
participants 
mentioned 
specific 
theme 
% of Total 
Participants 
(n=43) 
Text Example 
 Language used on 
existing Problem List 
Language used or 
implied and 
not listed on original 
problem list. 
Emotional 
Concerns 
122     48% I felt isolated because I didn’t get 
communication of what the after effects were.  It 
wasn’t satisfactory.  But I mean it didn’t lead me 
to worry because all it lead me to was to get to 
action, to sort it.  
I was in a strange state of mind.  I didn’t cry.  I 
didn’t do anything.  I think it was shock more than 
anything. I don’t even think I grasped the 
situation, I was in so much shock when I think 
back about the situation.  It just seemed, it wasn’t 
happening. 
 
worry, feeling worried 
depression, feeling 
down, sad, feeling 
anxious, nervous, 
panic attacks 
 
 
attitude, resilience, 
change in outlook of life 
shock, numb, surreal 
 
 
 
 
 
 
 
 
Physical 
Concerns 
114 42% Yeah.  The actual cancer operation knocked the 
hell out of me.  I’ve never felt so weak in my 
life.  And I’ve always been an independent 
person, so now I have to rely on other people. 
 
fatigue, tired, weak, 
urinary problems, 
incontinence, pain, 
nausea, feeling sick, 
getting around, not 
being able to walk, 
mobility 
change in taste, 
weight gain, 
weight loss, 
hot flushes, feeling hot, 
hormonal changes 
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Practical 
Concerns 
74 42% Yeah, financials are terrible.  And I have to keep 
going back to Centrelink and dealing with the 
system, and they don’t understand the impact of 
what I’ve been through…….  
 
financial, 
transportation, 
work, school 
 
mowing the lawn, 
car parking, 
house work 
Family 
Concerns 
72 37% Dealing with family problems was my biggest 
issue. My partner spent a lot of energy 
reassuring his children in Queensland.  I felt like 
I was propping him up and he was propping 
them up.  
 
family problems, 
worried about partner, 
worried about children 
burden on family 
 
Spiritual 
Concerns 
29 20% I’ve had a reasonable life.  I’m not going to say 
I’m not scared of dying.  But I do ask, why me? 
….It really confronts you with your mortality.  
 
spiritual, god, religion,  
 
fear of dying, mortality, 
not at peace 
 
 
 
Supportive 
Care  
Services 
 
 
 
155 44% The best thing was being put into contact with 
the prostate nurse specialist who was able to 
answer all my questions and refer me to the 
continence nurse. Without her my wife and I 
would have struggled. 
 access to supportive 
care services (nurses, 
psychology, social 
work), access to 
information, support 
groups, community 
services, communication 
with doctors 
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4.3 Results 
4.31 Phase One Results 
 
The results describe the commonly identified items within each of the 
original five psychosocial domains on the original NCCN Problem List and the 
most frequently reported items from the new theme Supportive Care Services, not 
part of the original NCCN Problem List. Participants direct quotes are in italics. 
 
Psychosocial Concerns of Cancer Patients 
Emotional Concerns 
Emotional concerns were most commonly reported by participants. 
Participants reported worries about the future and the unknown, such as treatment 
side effects, effect on family, how they would return to work, and recurrence of the 
cancer. 
 
Well I think the biggest emotion was, well has it spread. And that was the greatest 
worry. I could not sleep at night because I was so worried about it. 
 
Many commented that the uncertainty about recurrence of the cancer was 
often worse than hearing the cancer diagnosis itself. 
 
….I was more worried about all the chemo and all that stuff, more than the cancer 
itself, you know? Even after I was in the clear I continued to feel anxious about it 
coming back. 
 
 61 
 
Shock or disbelief were two commonly reported emotions by participants. 
Many participants described being told they had a cancer diagnosis as a surreal, 
almost out of body experience. They described a sense of numbness and difficulty 
in absorbing information or making decisions about their treatment. Some 
participants reported not being able to remember attending scans or tests. 
 
I was in a strange state of mind. I didn’t cry. I didn’t do anything. I think it was 
shock more than anything. I don’t even think I grasped the situation, I was in so 
much shock when I think back to the situation. It just seemed, it wasn’t happening. 
 
Physical Concerns 
Fatigue 
Fatigue and pain were commonly reported by the participants as physical 
concerns for them post diagnosis and cancer treatment. The participants described 
feeling tired, weak, having no energy/stamina or being totally debilitated after their 
cancer treatment. Fatigue seemed to affect the ability to complete daily living 
activities, such as cleaning the house, driving or attending work. Participants 
expressed frustration at the fatigue and lack of energy that impacted their 
independence and ability to complete simple tasks like cooking or even being 
intimate with their partner. 
 
I was so weak, and it’s very frustrating to have your mind active. To know the things 
that you used to do. That you used to be capable of doing, and now you’ve got this 
body that is just so weak and not capable of doing these things. 
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I was very weak. I was never told that I couldn’t drive, but I just didn’t feel I had 
the capabilities to drive. 
 
 
Pain 
Many participants described feeling ignored or abandoned by their clinician 
when they reported their pain. Participants felt that their pain was either not 
addressed or it took a long time for clinicians to resolve their pain. In addition 
participants said they felt unsure about who to speak to about their pain, while some 
others reported not wanting to bother anyone about the level of pain they were 
experiencing. 
 
I had severe pain. Pelvic pain. And he (the doctor) wasn’t interested in that. And I 
asked him repeatedly (the doctor) to refer me to someone to help me with this 
pain……… 
 
…..I was in a lot of pain, and the specialist wouldn’t take any notice of me. I had to 
contact him many times before he would write me a script for stronger 
medication…. 
 
Weight Loss or Weight Gain 
Descriptions of weight loss or weight gain were reported by participants as 
an important physical concern. Participants described feeling frustrated and 
anxious by the lack of enquiry about their weight loss or weight gain. They felt that 
it was not a high priority for clinicians and often ignored. 
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The chemotherapy knocked me around so much. My weight plummeted and I was 
only 33 kilos. I wasn’t in a good state by any means. I mentioned to the nurse 
however she did not take much notice of me. 
 
 
 
Practical Concerns 
Financial Concerns 
The two most commonly reported practical concerns for participants were 
financial concerns and transportation. Participants stated they were not prepared 
financially to give up their job, or they owned a farm or business which they had to 
continue managing although they were unwell. Some participants described it as 
being quite traumatic when they were forced to sell their farm or business.  
 
In the end we got to the stage where I could only do a little bit on the farm. I 
gradually just sold my cattle off. We haven’t got the farm anymore. I feel devastated 
I had to give it all away it has really impacted on our financial situation. 
 
Many men described not feeling ready to give up work and found the loss 
of independence difficult to handle. They also felt concerned about not being able 
to support their wives if they were the main breadwinner. 
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It was a big shock to the system when I had to give up work at 65, financially I 
wasn’t set up for it……. I missed things like meeting people through my work and 
feeling like I was contributing to something.  
 
Many participants described the experience of trying to get financial 
support through government organisations (Centrelink) as complicated and 
frustrating. Participants described experiencing delays in receiving such financial 
support and having to depend financially on their family. The loss of income 
affected their lifestyle and sometimes even the ability to keep their house. Many 
had to access their superannuation to support themselves. Participants also 
described unexpected expenses such as specialist’s bills, medications or medical 
equipment (catheters, incontinence pads, dressings) and the financial impact this 
had on them. 
 
Going to Centrelink and through all the rigmarole for seven weeks to try and get 
something like a pension, or whatever. It took a toll on me, I was mentally 
exhausted. I found it more stressful than the cancer treatment itself! 
 
We don’t have any private health cover because we’re both on a disability pension, 
my wife and I, and you go and see some of these specialists. They charge like 
wounded bulls to go and see them. 
 
Transport 
Transportation was also another commonly reported practical concern for 
participants especially people living in regional and rural areas. Participants spoke 
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about the expense of travel and petrol, the lack of financial support to subsidise 
these expenses and the time it took to get to appointments.  
 
Yes quite a bit of expense with driving 200km’s, as you know it costs quite a bit and 
I’m only on a pension…..it made a big difference to our overall expenses. 
 
Car parking 
Participants also described the cost of car parking as being an unexpected 
expense and stressful experience. Often there was no access to car parking or people 
had to park a long distance from the hospital. 
 
It’s so wrong…..parking at the hospital. I was at Monash yesterday with my 
husband and you’ve got to pay for parking. 
 
Domestic Duties 
Domestic duties such as mowing the lawn, washing clothes or cleaning the 
house were commonly reported practical concerns by participants. Many 
participants described how these concerns impacted on their daily well-being. 
 
After my operation I was not allowed to raise my arm which limited my ability to 
put washing on the line, do any dusting or simply hang up my towel in the bathroom. 
 
Family Concerns 
Dealing with partner or children 
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The most commonly reported family concerns by participants were dealing 
with their partner and children.  Participants described feeling concerned about how 
their partner would cope financially and emotionally without them if they died. 
Men particularly spoke about their partner not knowing anything about the finances 
or paying bills and needing to stay strong to support their wife. 
 
I’ve had to stay strong because of my wife. She dropped the bundle. She was unable 
to cope with paying the bills at home and dealing with our business. 
  
I’m not worried about dying, maybe I’d like to see my wife marry somebody else. 
My biggest concern is leaving my wife alone. 
 
Dealing with children was also viewed as a priority by participants. Many 
participants commented that their children had grown up so they did not need to 
worry about them financially. However some participants reported they felt they 
had to still protect their adult children and remain strong emotionally.  
 
My daughter was just devastated about my breast cancer. She particularly did not 
cope when I told her that it might be the inherited type. I felt I had to stay strong 
about my cancer to support her through the genetic testing process. 
 
People who did have younger children or grandchildren worried about 
childcare and supporting them financially and emotionally.  
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…….it’s hard if you’ve still got children that depend on you financially ……my son 
was just accepted to university and is expecting me to help pay for his 
accommodation in Melbourne 
 
I take care of my grandchildren so my daughter can go to work. If I am too sick to 
care for my grandchildren she may lose her job as she cannot afford to send them 
to childcare. 
 
Burdening Family 
Burdening family was a commonly reported family concern. Participants 
described feeling reluctant to ask their children for help as they did not want to 
financially burden their children or family. Some older participants described how 
their families often encouraged them to sell their home so they could move in with 
them, however this led to a loss of independence. 
 
I was struggling to cope with mowing the lawn and looking after the house, but I 
did not want to let my children know as I knew they would want me to move in with 
them. I know they care about me, but I would feel like a burden and I really value 
my independence. 
  
Spiritual Concerns 
Spiritual concerns were infrequently reported by participants. The few 
participants that did discuss spiritual concerns spoke of their faith or religion, fear 
of death and dying, or spirituality. They described having hope and feeling spiritual, 
but not necessarily following a religion. Many of the participants expressed the 
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belief that religion and spirituality were different and meant separate things. 
Participants also described how facing their own mortality changed their 
perspective on life and affected future life decisions. 
 
I think you can be spiritual without being religious…I’m not religious, I’m atheist, 
but I still believe the Ten Commandments is a good code of life. Good code to live 
on. But that’s more spiritual than religious isn’t it. 
 
I suppose when you are talking about spirituality. Mortality. Your own mortality. 
It changes the perspective. My wife wanted to put our holiday on hold, but I said 
why wait. We hadn’t had a holiday for five years choosing to spend the money on 
the kids. But now the decision seemed clearer. 
 
Supportive Care Services 
In this new theme, participants commonly reported concerns that involved 
support from clinicians, communication with doctors, access to information or 
services such as supportive care services (social work, psychology, and 
physiotherapy), cancer support groups or community services. The most commonly 
reported supportive care service mentioned by the participants was the cancer nurse 
specialist/cancer coordinator. Participants noted that access to the cancer nurse 
specialist/cancer coordinator was a ‘point of contact’ and being provided with 
adequate information helped them to cope with their treatment. 
 
They’ve got the care co-ordinators now which is good. It’s a point of 
contact…..before that I did not know who to contact if I had an issue. I was 
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introduced to the breast care nurse coordinator who organised a referral to the 
psychologist for me, which was great.  
 
The District Community Nurses came to my house a couple of days a 
week…..otherwise I would have had to have been hospitalised…..And that was 
really good. That was managed really well. 
 
Participants who had no contact with a cancer nurse specialist or cancer 
coordinator reported feeling isolated and abandoned especially when they had 
completed treatment and no longer had contact or follow up from the nursing staff. 
They described feeling frustrated about not having access to anyone who could 
explain all the treatment side effects and support them emotionally.  
 
Probably a nurse just talking about it would have helped, you know, somebody with 
a bit of knowledge what was going on, would have been very much appreciated at 
that time. 
 
Participants reported support and communication between themselves and 
their doctor as the second most important aspect of their care through cancer 
services. Many participants described their cancer experience being more positive 
if they felt their doctor was open and honest with them and showed empathy. They 
stated they felt more confident in the clinical procedure they were undergoing if the 
doctor clearly explained every step. Being able to anticipate side effects was 
identified as resolving anxiety and fears about the unknown. Participants reported 
they would prefer to know about side effects than be ‘kept in the dark.’ 
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My doctor is a really good guy, he makes you feel pretty calm, good to deal with in 
that regard. I think you need somebody who gives you a bit of confidence. 
 
He explained every structure of the human body, where they get these nodes, what 
they do and the various processes that he would apply. ….He was extremely 
informative and I came away from the meeting with great knowledge and feeling 
less anxious. 
4.32 Phase Two Results 
 
The adapted Problem List for an Australian context consisted of 80 items. 
The items included 36 of the 38 psychosocial items from the original NCCN 
Problem List. One item from the original list (skin dry/itchy) was not retained as it 
was not referred to by any participants in the qualitative study. The wording of 
another item (religious) from the original list was changed and that item was not 
retained. Twenty new psychosocial items were added to the existing five domains 
(Emotional, Physical, Practical, Family and Spiritual) on the NCCN Problem List. 
Twelve items were developed for the two new domains of Supportive Care Services 
and Information Needs and twelve items were added after a review of the Brennan 
et al., (2012) and Bultz et al., (2011) studies. The 80 items constituting the Adapted 
Problem List for an Australian context are shown in Table 8. Items marked q are 
new psychosocial items generated from the qualitative data, items marked* are 
psychosocial items generated from the literature. The items were placed into a short 
survey (see Appendix G) to be reviewed and piloted with a small sample of cancer 
patients and clinicians. This is outlined in Chapter 5. 
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Table 8  
 
Adapted Problem List 
Note. q indicates item derived from qualitative study, * indicates items derived from literature. 
Emotional Concerns  
Depression Sadness 
Nervousness Loss of interest in usual activities 
Worry Fears 
Inability to cope(q) Overwhelmed (q) 
Anger (q) Shock (q) 
Sense of loss (q) Isolation (q) 
Loneliness (q) Frustration(q) 
Hopelessness* Fear of the unknown(q) 
Difficulty making plans* Guilt* 
Family Concerns  
Ability to have children  
Dealing with children                                                  
Dealing with/impact on family/partner (q) 
Family health issues 
Dealing with partner 
Feeling a burden to others* 
Practical Concerns  
Childcare 
Finances 
Insurance 
Transportation 
Mowing the lawn (q) 
Housework (q) 
Work 
School 
Housing 
Understanding/making treatment decisions 
Washing clothes (q) 
Car parking* 
Spiritual Concerns  
Mortality (q) 
Advance care planning (q) 
Loss of meaning or purpose in life* 
Fear of dying (q) 
Not being at peace* 
Loss of faith* 
Physical Concerns  
Appearance 
Feeling swollen 
Mouth sores 
Tingling in hands and feet 
Breathing 
Changes in Urination 
Fevers 
Nose dry congestion 
Pain 
Sleep 
Loss or gain of weight (q) 
Changes in how things taste* 
Speech problems* 
Eating 
Indigestion 
Nausea 
Constipation 
Diarrhea 
Getting around 
Memory/concentration 
Bathing/dressing 
Fatigue or (tiredness) (q) 
Hot flushes (q) 
Nightmares (q) 
Wound care after surgery* 
Sexual (intimacy)* 
Supportive Care Services  
Communication with doctors (q) 
Social Work (support of) (q) 
Nursing (support of) (q) 
Occupational Therapist (support of) (q) 
Physiotherapy (support of) (q) 
Psychology (support of) (q) 
Audiology (support of)(q) 
Dietician (support of) (q) 
Information Needs  
Disease (information of) (q) 
Treatment (information of) (q) 
Community services (information of) (q) 
Support groups (information of) (q) 
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4.4 Discussion 
 
The primary aim of the qualitative study was to: 1) Explore the common 
psychosocial concerns experienced by Australian cancer patients and 2) adapt the 
NCCN Problem List accordingly. An additional theme ‘Supportive Care Services’ 
was identified in the qualitative data and later expanded into two new domains, 
Supportive Care Services and Information Needs on the adapted Problem List for 
Australian cancer patients. Additional items were also identified to be included in 
each of the existing five psychosocial domains on the original NCCN Problem List. 
The findings from this study are consistent with international and Australian 
studies that have identified deficiencies in the psychosocial items listed on the 
original NCCN Problem List (Brennan et al., 2012; Bultz et al., 2011) In addition 
the findings are consistent with Australian studies that have reported emotional and 
physical concerns being more commonly cited by cancer patients, compared to 
other concerns (Chambers et al., 2013; Lee et al., 2010). 
New psychosocial issues raised frequently by participants in this study 
relating to emotional and psychological concerns of an Australian cancer 
population included, shock, fear of the unknown, anger, loneliness and isolation. 
Other issues such as inability to cope, sense of loss, feeling overwhelmed and 
frustration were not as frequently reported by participants, but still considered 
important and so were also added to the Emotional Concerns domain of the adapted 
Problem List. The findings from this study are supported by other studies such as 
Bultz et al. (2011) who added items such as ‘frustration’ and ‘anger’ to the 
Canadian Problem List. In addition, Brennan et al., (2012) who adapted the NCCN 
Problem List for a UK population identified difficulty making decisions, guilt and 
hopelessness as other emotional concerns frequently expressed by cancer patients. 
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As such, these items were also added to the Emotional Concerns domain on the 
adapted Problem List.  
Physical problems or symptoms were frequently reported throughout the 
interviews and narratives of the cancer patients. Fatigue or tiredness was the most 
commonly reported physical concern. This finding reflects much of the 
international and Australian research that has reported fatigue or exhaustion as 
being the most frequently reported physical symptom across all cancer populations 
regardless of age, diagnosis or gender (Brennan et al., 2012; Bultz et al., 2011; 
Chambers et al., 2014; Gesslar et al., 2008;  Graves et al., 2007; Lee et al., 2010; 
Williams et al., 2015). In addition as suggested by Gessler et al. (2008) and 
Brennan et al. (2012) the word ‘sexual’ from the original NCCN Problem List was 
expanded to ‘sexual intimacy’ and ‘fatigue’ to ‘fatigue/tiredness.’ The physical 
concern skin dry/itchy was not mentioned once during the group or individual 
interviews and as a result was not included in the adapted Problem List. Physical 
concerns relating to loss or gain of weight, hot flushes, night-mares and wound 
care after surgery were new issues reported by participants in this study and were 
also added to the adapted Problem List. Other new psychosocial issues, such as 
changes in how things taste and speech problems were generated from the two 
studies by Brennan et al. (2012) and Bultz et al. (2011) and added to the Physical 
Concerns domain on the adapted Problem List.    
The Practical Concerns domain on the adapted Problem List was expanded 
to include car parking, mowing the lawn and washing clothes. In this study cancer 
patients communicated their frustrations about needing specific support for 
household chores and described the specific practical problem they were 
experiencing (such as washing clothes). None of the participants used broad terms 
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such as household chores to describe activities that affected their daily living. 
Listing these specific practical concerns (car parking, mowing the lawn and 
washing the clothes) may provide cancer patients with clearer definitions and assist 
them to identify the specific areas of daily living in which they require support. 
Participants spoke about finances, insurance, school and work in the group and 
individual interviews as separate Practical Concerns, as a result these items were 
listed separately on the adapted Problem List in the Practical Concerns domain. 
Family concerns relating to dealing with or impact on family/partner and 
feeling a burden to others were frequently reported by participants in this study and 
were added as new items on the adapted Problem List. Burden of family (financial, 
emotional and practical) was frequently mentioned by the participants as impacting 
on their quality of life. A new item ‘burden to others’ was added to the adapted 
Problem List after taking into consideration the Canadian Problem List that had 
listed this item in the Family Concerns domain (Bultz et al., 2011). 
The original Spiritual/Religious Concern domain was expanded as a result 
of the findings in this study. Responses from participants in this study indicated 
they did not relate to the terms ‘spiritual’ or ‘religious’ as listed on the original 
NCCN Problem List. Instead, participants used terms such as faith, purpose in life 
or described coming to terms with their own mortality when talking about their 
spirituality or religion. As a result, additional items such as mortality, fear of dying, 
advance care planning, not being at peace, loss of faith or meaning were added to 
the Spiritual Concerns domain. Certainly, Williams et al., (2015) reported low rates 
of spiritual concerns with Australian cancer patients when trialing the NCCN 
Distress Thermometer and Problem List. It could be that Australian cancer patients 
interpret the terms ‘spirituality’ and ‘religion’ differently. Hence, the expansion of 
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the spiritual category may more clearly define the meaning of spiritual or religious 
concerns for an Australian population and result in a better response from cancer 
patients when reporting these concerns. 
Supportive Care Services and Information Needs were found to be two 
additional domains in this study. The domain Supportive Care Services included 
communication with doctors and access to/or support by other supportive care 
services (nursing, social work, occupational therapy, physiotherapy, psychology, 
audiology or dietetics). In addition, the domain Information Needs included 
information needs related to disease, treatment, community services and support 
groups. International research has noted cancer patients as commonly reporting a 
need for more information on their disease and side effects of treatment. Graves et 
al. (2007) and Gesslar et al. (2008) suggested an additional domain of information 
concerns or needs around treatment or services. Similarly, Bultz et al., (2011) 
included additional items about informational needs and knowing about resources.  
Overall the number of male participants (n = 27) compared to female 
participants (n = 16) was higher for the group and individual interviews at each of 
the health care services. This is unusual as research generally finds that females 
are more likely than males to respond to surveys and volunteer to participate in 
interviews (Merriam, 2014). There were three times the number of male 
participants (n = 9) compared to female participants (n = 3) for the interviews at 
Latrobe Regional Hospital. The higher number of male participants may have been 
influenced by the presence of a Prostate Support Group at the hospital. The men in 
the group interviews at Latrobe Regional Hospital were also quite vocal about their 
psychosocial concerns such as, lack of emotional support, the impact of a cancer 
diagnosis on their financial situation and burden on the family. The higher number 
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of male participants in this study may have placed greater emphasis on some of the 
psychosocial items identified for the adapted Problem List. However, the 
involvement of a higher number of male participant may also provide a greater 
understanding about the concerns of male cancer patients.  
4.6 Implications for the identification of psychosocial issues of Australian 
cancer patients. 
The findings from this study provide a deeper understanding about the 
psychosocial and spiritual concerns experienced by an Australian cancer 
population. The findings assisted in expanding the NCCN Problem List to develop 
an adapted list of psychosocial concerns for an Australian cancer population. An 
adapted Problem List will ensure that Australian cancer patient’s psychosocial and 
spiritual concerns are adequately identified by clinicians and followed up 
appropriately. The findings in this study also identified the most common 
psychosocial issues experienced by Australian cancer patients. Providing more 
clarity around the origin of a cancer patient’s distress will assist clinicians to apply 
targeted interventions to resolve the psychosocial issues the person is experiencing 
and potentially alleviate high levels of distress.  
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Chapter 5 Quantitative Study 
 
5.1 Introduction 
 
In this chapter the results of the quantitative study to pilot the adapted 
Problem List is detailed. The primary aim of this study was to pilot and refine the 
adapted Problem List with a sample of Australian cancer patients and clinicians to 
establish face and content validity.  A short survey was used to identify which 
psychosocial concerns listed on the adapted Problem List were considered an 
important concern for an Australian cancer population. Some participants also 
volunteered extra written comments and opinions about their cancer experience. 
The research findings reported in this chapter are based on the collated data 
collected using the survey. 
5.2 Method  
 
5.21 Participants 
 
5.211 Cancer Patients 
Eligible participants were people over the age of eighteen years, diagnosed 
with any cancer, from Jan 2013, who attended health care services at the Barwon 
Health site. A total of 457 people with a diagnosis of cancer were invited to 
participate in the quantitative study. Table 9 shows details of the invited 
participants by age, gender and cancer diagnosis.  As can be seen in Table 9 slightly 
more female (56%) than male (44%) participants were invited. Of the invited 
participants 244 (53%) were between the ages of 18-49 and 195 (43%) between the 
ages of 50-79. The predominant cancer diagnosis of invited participants was breast 
(23%), haematology (23%) and colorectal (16%). This sample reflects the cancer 
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incidence rates across Victoria however, compared to the sample for the qualitative 
study, had a higher percentage of participants with haematology cancers (23%) and 
breast cancers (23%). Of the 457 people invited to participate 10 (2%) had passed 
away as informed by family members through the return of incomplete surveys or 
phone calls. Of the 447 eligible participants, a total of eighty-eight (20%) people 
returned completed surveys. As can be seen in Table 10, 73% of the participants 
were between the ages of 40-69. The predominant cancer diagnosis of participants 
was breast (26%), haematology (21%) and urology (19%). The cancer diagnoses of 
participants reflects the percentage of predominant cancer diagnoses in the invited 
sample. There was also a higher proportion of participants (34%) between the ages 
of 30-49 years, which is not often seen in respondents of cancer studies. The higher 
percentage of participants with a haematology diagnosis may account for the 
overall younger age group.  
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Table 9 
 
Distribution of invited participants according to gender, age group, 
cancer diagnosis, location. 
             
Demographics: Cancer Patients Barwon Health Site 
Gender  
Male 202 (44%) 
Female 255 (56%) 
Total  457   
Age Group  
18-29yrs 20 (4%) 
30-39yrs   82 (18%) 
40-49yrs 142 (31%) 
50-59yrs 108 (24%) 
60-69yrs 62 (14%) 
70-79yrs 25 (5%) 
>80 18 (4%) 
Cancer Diagnosis  
Breast 105 (23%) 
Haematology         105 (23%) 
Colorectal 71 (16%) 
Urology 53 (11%) 
Lung 36 (8%) 
Head & Neck 28 (6%) 
Upper Gastro-intestinal 23 (5%) 
Gynaecology 21 (4%) 
Endocrine 12 (3%) 
Skin 2 (.4%) 
Brain 1 (.2%) 
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Table 10 
 
Distribution of participants according to gender, age group and cancer 
diagnosis 
 
 
 
Demographics: Cancer Patients Barwon Health Site 
Gender  
Male 37 (42%) 
Female 51 (58%) 
Total  88 
Age Group  
18-29yrs 4 (4%) 
30-39yrs   10 (11%) 
40-49yrs 20 (23%) 
50-59yrs 23 (26%) 
60-69yrs 22 (25%) 
70-79yrs 7 (8%) 
80> 2 (3%) 
Cancer Diagnosis  
Breast 23 (26%) 
Haematology         19 (21%) 
Urology 17 (19%) 
Colorectal 11 (12%) 
Lung 9 (10%) 
Gynaecology 4 (5%) 
Upper Gastrointestinal  3 (4%) 
Head & Neck 2 (3%) 
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5.212 Clinicians 
Eligible participants were any clinicians (doctors, nurses, allied health) 
working in Cancer Services at the Barwon Health site in June 2017, eighteen 
years and over. As per ethics approval, an email with a link to the online survey 
was sent to eligible clinicians across the Barwon Health site by a senior 
administrator. As such, it is unknown how many clinicians were emailed. A 
total of 19 clinicians completed the online survey. As shown in Table 11, of 
the clinicians that consented to participate one was a doctor (oncologist), 
twelve were nurses and six were allied health clinicians. There were more 
female (85%) than male (15%) participants with the majority having 15 (68%) 
years or more clinical experience. 
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Table 11 
 
Distribution of clinician participants according to gender, age group, 
occupation and years of clinical practice. 
 
 
Demographics: Clinicians Barwon Health Site 
Gender  
Male     3 (15%) 
Female     16 (85%) 
Total      19 
Age Group  
18-29yrs 4 (21%) 
30-39yrs     2 (11%) 
40-49yrs 6 (31%) 
50-59yrs 7 (37%) 
Occupation  
Nurse  12 (63%) 
Social Work 2 (11%) 
Radiotherapist 2 (11%) 
Occupational Therapy 1 (5%) 
Physiotherapy 1 (5%) 
Oncologist 1 (5%) 
Years of Clinical Practice  
1yr-4yr 2 (11%) 
5yrs-9yrs 2 (11%) 
10yrs-14yrs 2 (11%) 
15yrs-19yrs 3 (15%) 
20yrs-24yrs 5 (26%) 
>25yrs 5 (26%) 
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5.3 Procedure 
 
5.31 Cancer Patients 
 
The Barwon Health site was chosen to pilot the new adapted Problem List 
as its cancer population was an adequate representation of each of the tumour 
streams and was equivalent in numbers to a Metropolitan population. From the 
qualitative interviews it was evident that differences in responses were related to 
tumour stream rather than location. In addition, the Barwon Health site also had 
the highest response rate for the qualitative interviews and time limitations meant 
reminder letters would be unable to be sent. Patients who were excluded from the 
project included those who did not consent and any with advanced disease or 
cognitive impairment that impacted on their ability to physically complete the 
survey. Non-English speaking participants were also excluded due to limited 
resources. Due to potential ill health of participants, attrition due to death and time 
limitations a participation reminder was not sent out.  
Ethics approval was obtained through the relevant Ethics Committees (see 
Appendix H). Potential participants who met the inclusion criteria were identified 
from the Victorian Cancer Registry (VCR). The VCR forwarded the extracted data 
that listed potential participants to the Health Information Manager’s (HIM) at the 
Barwon Health site. The HIM extracted a sample of potential participants in 
accordance with the incidence rates of certain tumour streams at the Barwon 
Health site (see Chapter 3, Table 3).  A death check was then performed for each 
site.  
A Plain Language Statement outlining the nature of the study (see Appendix 
I), a copy of the Pilot Survey (see Appendix G), and reply-paid envelope for 
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returning the completed survey were included with the letter of invitation 
(Appendix J). Completion of the Pilot Survey indicated consent.  
5.32 Clinicians 
 
The adapted Problem List was also piloted with a small expert group of 
clinicians at Barwon Health. The clinicians were used as an expert group to 
establish content validity by determining whether the items listed under each of 
the psychosocial domains were appropriate and relevant to Australian cancer 
patients. Content validity is usually undertaken by ‘experts’ relating to a particular 
subject matter to ensure the survey includes the necessary attributes related to the 
subject matter (Davis, 1992). Clinicians were also invited to participate to compare 
their responses to cancer patients. Other studies have indicated that clinicians are 
more likely to identify the physical or informational concerns of a cancer patient 
over emotional concerns (Bernard, et al., 2012; Butow et al., 2002; Fallowfield et 
al., 2001; Heaven & Maguire, 1997; Maguire, 2002; Ryan et al., 2005). Although 
it was not a primary aim of the study, the inclusion of clinicians would provide 
further evidence of how clinicians respond to the psychosocial concerns of cancer 
patients. 
Recruitment of potential participants was by email invitation. An email 
invitation with a link to an online survey was sent to the senior administrator at 
the Barwon Health site for distribution to eligible clinicians working in cancer 
services. The distribution list of clinicians was identified by the senior 
administrator and as per ethics approval was not shared with the researcher. 
The email sent to the clinicians included a Plain Language Statement 
outlining the objectives of the study (see Appendix L & M & N) and the link to 
the online survey (see Appendix O). Completion and submission of the online 
survey indicated consent. 
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5.4 Measure 
 
The adapted Problem List for an Australian population included 
psychosocial items from the original NCCN Problem List (n = 36) along with the 
additional items generated from the qualitative data (n = 32 marked q) and items 
generated from the literature (n =12 marked *). The 80 items and associated 
domains are shown in Table 12 listed under the original five domains (Emotional, 
Family, Practical, Spiritual and Physical) and the two new domains (Supportive 
Care Services and Information Needs). Face and content validity was determined 
by asking the participants to indicate whether they believed each item was a valid 
concern for cancer patients (see Appendix G). Responses to the items were then 
analysed for frequency and percentage level agreement.  
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Table 12  
 
Adapted Problem List  
         Note. q Indicates item derived from qualitative study, * indicates items derived from literature.
Emotional Concerns  
Depression Sadness 
Nervousness Loss of interest in usual activities 
Worry Fears 
Inability to cope(q) Overwhelmed (q) 
Anger (q) Shock (q) 
Sense of loss (q) Isolation (q) 
Loneliness (q) Frustration(q) 
Hopelessness* Fear of the unknown(q) 
Difficulty making plans* Guilt* 
Family Concerns  
Ability to have children  
Dealing with children                                                  
Dealing with/impact on family/partner (q) 
Family health issues 
Dealing with partner 
Feeling a burden to others* 
Practical Concerns  
Childcare 
Finances 
Insurance 
Transportation 
Mowing the lawn (q) 
Housework (q) 
Work 
School 
Housing 
Understanding/making treatment decisions 
Washing clothes (q) 
Car parking* 
Spiritual Concerns  
Mortality (q) 
Advance care planning (q) 
Loss of meaning or purpose in life* 
Fear of dying (q) 
Not being at peace* 
Loss of faith* 
Physical Concerns  
Appearance 
Feeling swollen 
Mouth sores 
Tingling in hands and feet 
Breathing 
Changes in Urination 
Fevers 
Nose dry congestion 
Pain 
Sleep 
Loss or gain of weight (q) 
Changes in how things taste* 
Speech problems* 
Eating 
Indigestion 
Nausea 
Constipation 
Diarrhea 
Getting around 
Memory/concentration 
Bathing/dressing 
Fatigue or (tiredness) (q) 
Hot flushes (q) 
Nightmares (q) 
Wound care after surgery* 
Sexual (intimacy)* 
Supportive Care Services  
Communication with doctors (q) 
Social Work (support of) (q) 
Nursing (support of) (q) 
Occupational Therapist (support of) (q) 
Physiotherapy (support of) (q) 
Psychology (support of) (q) 
Audiology (support of)(q) 
Dietician (support of) (q) 
Information Needs  
Disease (information of ) (q) 
Treatment (information of) (q) 
Community services (information of) (q) 
Support groups (information of) (q) 
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5.5 Results 
Results are initially presented according to psychosocial items on the 
adapted Problem List, endorsed by cancer patients and clinicians ranking them from 
most commonly endorsed to least endorsed. Also presented are participant’s ratings 
of psychosocial items according to the domains highlighting frequently endorsed 
original items and new items. The number of cancer patients and clinicians rating 
the individual psychosocial concerns are shown in Tables 13 and 14 as well as the 
percentage level agreement of the items. T-tests and MANOVA’s were conducted 
to test for gender, age and tumour stream differences. 
5.51 Endorsed items on the adapted Problem List  
 
5.511 Patients 
Of the 80 items listed on the adapted Problem List and rated by cancer patients 
in Table 13 the most commonly endorsed original psychosocial items were loss of 
interest in usual activities (75%), sleep (72%), worry (70%) and fears (70%). New 
items added to the adapted Problem List commonly endorsed by cancer patients 
included fatigue or tiredness (85%), loss or gain of weight (72%), speech problems 
(72%), feeling a burden to others (68%), fear of the unknown (67%) and changes 
in how things taste (67%).  
The least commonly endorsed original items by cancer patients shown in Table 13 
were child care and school (22%). The least commonly endorsed new item was 
audiology (Supportive Care Services domain) (20%). 
5.512 Clinicians 
As shown in Table 14 the clinician group commonly endorsed the original 
NCCN Problem List items of pain, understanding/making treatment decisions 
(84%). New psychosocial items frequently endorsed by the clinicians included 
 88 
 
fatigue or tiredness (84%), advance care planning, referral to community services, 
overwhelmed and change in how things taste (74%).  
The least commonly endorsed original item by clinicians was bathing/dressing 
(42%). Of the new items the least commonly endorsed item by clinicians was 
audiology (Supportive Care domain) (16%). 
Participants (cancer patients, clinicians) were also asked to list any areas of 
Supportive Care  they considered not listed on the adapted Problem List using a 
heading called Other. Two clinicians recommended community support and 
spiritual support to be included as extra items in the Supportive Care domain. 
Fifteen cancer patients (17%) suggested Supportive Care include support for 
partners,  families and survivors. Some cancer patients also wanted more 
information about long term side effects of treatments, financial counselling, 
fertility preservation and impact on menopause.  
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Table 13 
 
Cancer patient endorsed items on adapted Problem List: frequency and 
percentage level agreement (N = 88)  
Note. Items highlighted in blue are new items
 Psychosocial Items  No. % 
41 Changes in urination  42 47% 
42 Isolation     41 46% 
43 Inability to cope  41 46% 
44 Mowing the lawn   41 46% 
45 Work   41 46% 
46 Anger     40 45% 
47 Loneliness     40 45% 
48 Fear of dying   40 45% 
49 Mortality     40 45% 
50 Support group (support) 40 45% 
51 Car parking   39 44% 
52 Nursing (support)   39 44% 
53 Social Work (support)   39 44% 
54 Getting around  38 43% 
55 Dietician (support)   38 43% 
56 Dealing with partner  37 42% 
57 Advance care planning 37 42% 
58 Wound care after surgery 36 40% 
59 Physiotherapy (support) 36 40% 
60 Loss of meaning or purpose in life   35 39% 
61 Diarrhoea   35 39% 
62 Washing clothes   34 38% 
63 Dealing with children  33 37% 
64 Not at being at peace   33 37% 
65 Mouth sores  33 37% 
66 Occupational Therapy (support) 33 37% 
67 Feeling swollen  32 36% 
68 Hopelessness   31 35% 
69 Insurance   31 35% 
70 Nightmares   29 32% 
71 Guilt     28 31% 
72 Nose dry congestion   28 31% 
73 Fevers   27 30% 
74 Housing   26 29% 
75 Ability to have children 23 26% 
76 Loss of faith   23 26% 
77 Bathing/dressing  23 26% 
78 School   20 22% 
79 Childcare   20 22% 
80 Audiology (support)   18 20% 
 Psychosocial Items  No. % 
1 Fatigue or tiredness  75 85% 
 2 Loss of interest in usual activities 66 75% 
3 Sleep   64 72% 
4 Loss or gain of weight     64 72% 
5 Speech problems     64 72% 
6 Worry   62 70% 
7 Fears   62 70% 
8 Depression  61 69% 
9 Nervousness  61 69% 
10 Feeling a burden to others 60 68% 
11 Fear of the unknown   59 67% 
12 Changes in how things taste 59 67% 
13 Sadness   56 63% 
14 Dealing with/impact on family/partner                                55 62% 
15 Treatment (information) 53 60% 
16 Shock     52 59% 
17 Memory/concentration 52 59% 
18 Frustration   51 57% 
19 Housework   51 57% 
20 Eating   51 57% 
21 Communication with doctors (support)                                51 57% 
22 Difficulty making plans 50 56% 
23 Nausea   50 56% 
24 Pain   50 56% 
25 Understanding/making treatment decisions  49 55% 
26 Disease (information)   49 55% 
27 Community services (support) 49 55% 
28 Hot flushes   48 54% 
29 Family health issues  47 53% 
30 Breathing   47 53% 
31 Constipation  47 53% 
32 Sense of loss   46 52% 
33 Sexual/intimacy   46 52% 
34 Appearance  46 52% 
35 Finance   45 51% 
36 Tingling in hands and feet 45 51% 
37 Overwhelmed   44 50% 
38 Transportation   44 50% 
39 Psychology (support)   44 50% 
40 Indigestion  43 48% 
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Table 14  
 
Clinician endorsed items on adapted Problem List: frequency and percentage 
level agreement (N=19) 
 
 Note. Items highlighted in blue are new items
 Psychosocial Items No. % 
1 Dealing with/impact on family/partner 16 84% 
2 Understanding/making treatment decisions 16 84% 
3 Fatigue or tiredness 16 84% 
4 Pain 16 84% 
5 Nausea 15 79% 
6 Appearance 15 79% 
7 Tingling in hands and feet 15 79% 
8 Finance 14 74% 
9 Advance care planning 14 74% 
10 Community services (support) 14 74% 
11 Worry 14 74% 
12 Overwhelmed 14 74% 
13 Sleep 14 74% 
14 Changes in how things taste 14 74% 
15 Mouth sores 14 74% 
16 Communication with doctors (support) 13 68% 
17 Support groups (information) 13 68% 
18 Loss or gain of weight 13 68% 
19 Feeling a burden to others 12 63% 
20 Housing 12 63% 
21 Housework 12 63% 
22 Work 12 63% 
23 Mortality 12 63% 
24 Social Work (support) 12 63% 
25 Occupational Therapy (Support) 12 63% 
26 Treatment (information) 12 63% 
27 Depression 12 63% 
28 Fears 12 63% 
29 Shock 12 63% 
30 Frustration 12 63% 
31 Eating 12 63% 
32 Dealing with children 11 58% 
33 Fear of dying 11 58% 
34 Psychology (support) 11 58% 
35 Loss of interest in usual activities 11 58% 
36 Isolation 11 58% 
37 Nervousness 11 58% 
38 Anger 11 58% 
39 Hopelessness 11 58% 
40 Fear of the unknown 11 58% 
 Psychosocial Items No. % 
41 Sexual/intimacy  11  58% 
42 Diarrhoea 11 58% 
43 Family health issues 11 58% 
44 Dealing with partner 10 53% 
45 Ability to have a child 10 53% 
46 Transportation 10 53% 
47 Mowing the lawn 10 53% 
48 Car parking 10 53% 
49 Insurance 10 53% 
50 Loss of faith 10 53% 
51 Not being at peace 10 53% 
52 Disease (information) 10 53% 
53 Sense of loss 10 53% 
54 Sadness 10 53% 
55 Inability to cope 10 53% 
56 Loneliness 10 53% 
57 Memory/concentration 10 53% 
58 Breathing 10 53% 
59 Getting around 10 53% 
60 Childcare 9 47% 
61 Washing clothes 9 47% 
62 Physiotherapy (support) 9 47% 
63 Difficulty making plans 9 47% 
64 Guilt 9 47% 
65 Hot flushes 9 47% 
66 Constipation 9 47% 
67 Changes in urination 9 47% 
68 Wound care after surgery 9 47% 
69 Feeling swollen 9 47% 
70 Fevers 9 47% 
71 School 8 42% 
72 Indigestion 8 42% 
73 Nose dry congestion 8 42% 
74 Speech problems 8 42% 
75 Bathing/dressing 8 42% 
76 Loss of meaning or purpose in life 7 37% 
77 Nursing (support) 7 37% 
78 Dietician (support) 6 31% 
79 Nightmares 6 31% 
80 Audiology (support) 3 16% 
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5.52 Summary 
 
There were some similarities in the psychosocial items clinicians and cancer 
patients commonly endorsed. Of the original psychosocial items the two most 
commonly endorsed items that were equally identified by a similar proportion of 
patients and clinicians were sleep (patients 72%, clinicians 74%) and worry 
(patients 70%, clinicians 74%). New items such as fatigue or tiredness, (patients 
85%, clinicians 84%), changes in how things taste (patients 67%, clinicians 74%), 
loss or gain of weight (patients 72%, clinicians 68%), sense of loss (patients 52%, 
clinicians 53%), housework (patients 57%, clinicians 63%) and feeling a burden to 
others (patients 68%, clinicians 63%) were also commonly endorsed in both groups. 
The least commonly endorsed original psychosocial item was also similar in both 
groups being bathing/dressing (patients 26%, clinicians 42%), as was the least 
commonly endorsed psychosocial item, audiology (patients 20%, clinicians 16%).  
The findings also demonstrated differences in what cancer patients and 
clinicians considered to be the most valid concerns for cancer patients. Cancer 
patients were more likely to endorse items from the Emotional Concerns domain 
while clinicians selected more items from the Physical Concerns domain. This is 
shown in Table 15. Of the twenty most commonly endorsed items by cancer 
patients, 45% (9) were items from the Emotional Concerns domain while 45% (9) 
of the items endorsed by clinicians were from the Physical Concerns domain. In the 
20 most commonly endorsed items cancer patients and clinicians endorsed a similar 
number of items from the Physical Concerns domain (patients 36%, clinicians 
45%). However, this was not the case for Emotional Concerns with cancer patients 
endorsing 45% and clinicians 10%.  
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Table 15  
Twenty commonly endorsed items on adapted Problem List rated by cancer 
patients and clinicians 
 
 Cancer Patients Clinicians 
Rated 
Problem Psychosocial Item Domain 
 
Psychosocial Item 
 
Domain 
 
1 Fatigue or tiredness Physical 
Dealing with /impact on 
family partner  
 
Family 
 
2 Loss of interest in usual activities Emotional 
Understanding/making 
treatment decisions 
 
Practical 
3 Sleep Physical Fatigue or tiredness Physical 
4 Loss or gain of weight Physical Pain Physical 
5 Speech problems Physical Nausea Physical 
6 Worry Emotional Appearance  Physical 
7 Fears Emotional Tingling in hands & feet Physical 
8 Depression Emotional Finance Practical 
9 Nervousness Emotional Advance care planning Spiritual 
 
10 Feeling a burden to others Family 
Community services 
(support)  
Supportive Care 
Services 
11 Fear of the unknown Emotional Worry Emotional 
12 Changes in how things taste Physical Overwhelmed Emotional 
13 Sadness Emotional Sleep Physical 
 
14 
Dealing with/impact on 
family/partner Family 
 
Changes in how things taste 
 
Physical 
15 Treatment (information) Information Mouth sores Physical 
  
16 Shock Emotional 
Communication with 
doctors  
Supportive Care 
Services 
17 Memory/concentration Physical Support group  Information 
18 Frustration Emotional Loss or gain of weight Physical 
19 Housework Practical Feeling a burden to others Family  
20 Eating Physical Housing Practical 
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5.53 Ranked frequency of endorsed psychosocial concerns  
Ranked relative frequency of psychosocial concerns endorsed by cancer 
patients and clinicians on the adapted Problem List are shown in Figures 3-8, 
clustered by the original psychosocial domains (Family, Emotional, Practical, 
Spiritual, Physical) and the two new domains (Supportive Care Services and 
Information Needs).  
Emotional Concerns 
Patients 
Figure three shows that the three most common items of the Emotional 
Concerns domain endorsed by cancer patients were loss of interest in usual 
activities (75%), fears (70%) and worry (70%).  New items of the Emotional 
Concerns domain added to the adapted Problem List and commonly reported were 
fear of the unknown (67%), shock (59%) and frustration (57%).   
Clinicians 
Clinicians most commonly endorsed overwhelmed (74%) and worry (74%) 
as Emotional concerns. New Emotional Concerns commonly endorsed were 
frustration (63%) and shock (63%). 
Family Concerns 
Patients 
The two most commonly endorsed items of the Family Concerns domain by 
cancer patients (Figure 3) were both new items on the adapted Problem List, feeling 
a burden to others (68%) and dealing with/impact on family/partner (62%).  
Clinicians 
The two most commonly endorsed items of the Family Concerns domain by 
clinicians (Figure 4) were also new items, dealing with/impact on family/partner 
(84%) and feeling a burden to others (63%). 
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Practical Concerns 
Patients 
As shown in Figure 3 the new item housework (57%) was the most 
commonly endorsed item in the Practical Concerns domain by cancer patients. 
Figure 3 and 4 shows that childcare (22%) and school (22%) were the least 
commonly endorsed items of the Practical Concerns domain by both cancer patients 
and clinicians.  
Clinicians 
Figure 4 shows that the original item understanding/making treatment 
decisions (84%) was the most commonly endorsed item in the Practical Concerns 
domain by clinicians. Housework (63%) was the most commonly endorsed new 
item added under the Practical Concerns domain. Similar, to cancer patients, 
clinicians also reported childcare (47%) and school (42%) as the least valid practical 
concern for cancer patients. 
Spiritual Concerns 
Mortality (45%) and fear of dying (45%) were the most commonly endorsed 
items of the Spiritual Concerns domain by cancer patients (Figure 5). Clinicians 
most commonly endorsed advanced care planning (74%) and mortality (58%).  All 
the items in the Spiritual Concerns domain listed on the adapted Problem List were 
new items developed from the Qualitative Study. 
Physical Concerns 
Patients 
Fatigue or tiredness (85%), speech problems (72%) and loss or gain of 
weight (72%) were the three most commonly endorsed items of Physical Concerns 
reported by patients (Figure 5). Of these commonly endorsed items, loss or gain of 
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weight and changes in how things taste (67%) were new items added to the Physical 
Concerns domains on the adapted Problem List. 
 
Clinicians 
The commonly endorsed Physical Concern items by clinicians were pain 
(84%) and fatigue or tiredness (84%) (Figure 6). A high proportion of clinicians 
also commonly endorsed the new items loss or gain of weight (68%) and change in 
how things taste (74%) as Physical Concerns experienced by cancer patients (Figure 
6).  
 
 Supportive Care Services and Information 
Patients 
Figure 7 shows that the most commonly endorsed items on the new domain 
Supportive Care Services by cancer patients were communication with doctors 
(57%) and psychology (50%) and the least endorsed was audiology (20%). The 
commonly endorsed topics cancer patients needed information about was about 
their cancer treatment (60%). Information relating to cancer treatment (60%) was 
the item most commonly endorsed in the Information Needs domain. 
Clinicians 
Figure 8 shows that clinicians also commonly endorsed the item 
communication with doctors (68%) and that audiology (16%) was the least 
endorsed item in the Information Needs domain. Clinicians considered that the most 
important information cancer patients needed was about community services 
(74%). 
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*Dealing with impact on family/partner  
**Understanding/making treatment decisions 
 
Figure 3 Adapted Problem List: Endorsed psychosocial domains by cancer 
patients at Barwon Health (Emotional, Family, Practical)
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*Dealing with/ impact on family/partner 
**Understanding/making treatment decisions 
 
Figure 4 Adapted Problem List: Endorsed psychosocial domains by clinicians at 
Barwon Health (Emotional, Family, Practical).
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Figure 5 Adapted Problem List: Endorsed psychosocial domains by cancer 
patients at Barwon Health site (Spiritual, Physical)               
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Figure 6 Adapted Problem List: Endorsed psychosocial domains by clinicians at 
Barwon Health site (Spiritual, Physical)           
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Figure 7 Adapted Problem List: Endorsed psychosocial domains by cancer 
patients at Barwon Health site (Supportive Care Services, Information Needs) 
  
  
 
Figure 8 Adapted Problem List: Endorsed psychosocial domains by clinicians 
(Supportive Care Services, Information Needs) 
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Tables 16-22 show gender, age and tumour stream differences according to 
the most commonly endorsed psychosocial concerns rated by cancer patients as 
well as the mean number  of concerns endorsed within each psychoscial domain. 
 
5.53 Gender Differences 
 
The results showed some gender differences in the most commonly 
endorsed psychosocial concerns rated by female and male cancer patients as well 
as the number of concerns rated within each psychoscial domain. Of the 80 items 
listed on the adapted Problem List female cancer patients most frequently endorsed 
the original psychosocial items of loss of interest in usual activities (82%) and 
nervousness (82%) (See Table 16). New items added to the adapted Problem List 
and commonly endorsed by female cancer patients in Table 16 included fatigue or 
tiredness (90%), loss or gain of weight (82%), feeling a burden to others (76%) and 
fear of the unknown (76%). Male cancer patient’s ratings in Table 17 show that the 
most frequently endorsed original psychosocial items were feeling swollen (86%), 
sleep and loss of interest in usual activities (64%). New items added to the adapted 
Problem List and commonly endorsed by male cancer patients in Table 17 included 
fatigue or tiredness (78%) communication with doctors (62%), loss or gain of 
weight (59%) and changes in how things taste (59%). Loss or gain of weight was 
one of the most commonly endorsed new items by both female and male cancer 
patients. 
The mean number of items endorsed overall by male and female cancer 
patients are shown in Table 18. Female cancer patients endorsed more items overall 
(45.41)  than male cancer patients endorsed (32.48). In addition the mean number 
of items endorsed by female cancer patients in five of the seven psychosocial 
domains (Emotional, Family Practical, Spiritual, Physical) was higher overall than 
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the items endorsed by the male cancer patients. An Independent Samples T-tests 
was conducted to examine gender difference significance of the number of 
psychosocial items endorsed by male and female cancer patients  across the seven 
domains. Levene’s Test for Equality of Variances (p>.05) showed that the 
assumption of homogeniety of variance had been met. There was a significant 
difference found between the mean number of Emotional Concerns (t(86) = -2.56, 
p<.05), Family Concerns  (t(86) = -2.90, p<.05), Practical Concerns (t(86) = -2.49, 
p<.05),  Physical Concerns (t(86) = -3.50, p<.05) and Spiritual Concerns  (t(86) = -
-2.38, p<.05), with females endorsing more items in each domain, compared with 
males. There were no signiciant differences between males and females for 
Supportive Care Services and Information Needs.          
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Table 16  
 
Female participants endorsed psychosocial items on adapted Problem List: 
frequency and percentage level agreement (N = 51) 
 Psychosocial Item No %  Psychosocial Item No % 
1 Fatigue or tiredness 46 90% 41 Anger 29 56% 
2 Loss or gain of weight 42 82% 42 Loneliness 29 56% 
3 Loss of interest in usual activities 42 82% 43 Transportation 29 56% 
4 Nervousness 42 82% 44 Psychology (support) 29 56% 
5 Worry 41 80& 45 Tingling in hands and feet 28 54% 
6 Sleep 40 78% 46 Getting around 27 52% 
7 Fears 40 78% 47 Inability to cope 27 52% 
8 Depression 39 76% 48 Advance care planning 27 52% 
9 Feeling a burden to others 39 76% 49 Wound care after surgery 26 50% 
10 Fear of the unknown 38 76% 50 Isolation 26 505 
11 Changes in how things taste 37 72% 51 Dealing with partner 26 50% 
12 Memory/concentration 36 70% 52 Support groups 26 50% 
13 Dealing with/impact on family/partner 36 70% 53 Dealing with children 25 49% 
14 Eating 35 68% 54 Car parking 25 49% 
15 Nausea 35 68% 55 Fear of dying 25 49% 
16 Sadness 35 68% 56 Loss of meaning or purpose 25 49% 
17 Shock 34 66% 57 Dietician (support) 25 49% 
18 Understanding/making treatment decisions 34 66% 58 Changes in urination 24 47% 
19 Treatment (information) 34 66% 59 Mouth sores 24 47% 
20 Hot flushes 33 64% 60 Mowing the lawn 24 47% 
21 Frustration 33 64% 61 Diarrhoea 23 45% 
22 Housework 33 64% 62 Washing clothes 23 45% 
23 Pain 32 62% 63 Nursing (support) 23 45% 
24 Appearance 32 62% 64 Social Work (support) 23 45% 
25 Feeling swollen 32 62% 65 Insurance 22 43% 
26 Difficulty making plans 32 62% 66 Not being at peace 22 43% 
27 Finance 32 62% 67 Physiotherapy (support) 22 43% 
28 Disease (information) 32 62% 68 Speech 21 41% 
28 Community services (information) 32 62% 69 Fevers 21 41% 
30 Sexual/intimacy 31 60% 70 Occupational Therapy 21 41% 
31 Indigestion 31 605 71 Nose dry congestion 20 39% 
32 Family health issues 31 60% 72 Guilt 20 39% 
33 Communication with doctors (support) 31 60% 73 Housing 20 39% 
34 Breathing 30 58% 74 Bathing/dressing 19 37% 
35 Constipation 30 58% 75 Hopelessness 19 37% 
36 Sense of loss 30 58% 76 Ability to have children 18 35% 
37 Work 30 58% 77 School 15 29% 
38 Mortality 30 58% 78 Childcare 14 27% 
39 Nightmares 29 56% 79 Loss of faith 14 27% 
40 Overwhelmed 29 56% 80 Audiology (support) 10 19% 
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Table 17 
 
Male participants endorsed psychosocial items on adapted Problem List: 
frequency and percentage level agreement (N=37) 
 Psychosocial Item No %  Psychosocial Item No % 
1 Feeling swollen 32 86% 41 Sexual/intimacy 15 40% 
2 Fatigue or tiredness 29 78% 42 Isolation 15 40% 
3 Sleep 24 64% 43 
Understanding/making 
treatment decisions 15 40% 
4 Loss of usual activities 24 64% 44 Transport 15 40% 
5 Communication with doctors 23 62% 45 Fear of dying 15 40% 
6 Loss or gain of weight 22 59% 46 Occupational Therapy 15 40% 
7 Changes in how things taste 22 59% 47 Appearance 14 37% 
8 Depression 22 59% 48 Nightmares 14 37% 
9 Fears 22 59% 49 Inability to cope 14 37% 
10 Treatment (information) 22 59% 50 Car parking 14 37% 
11 Worry 21 56% 51 Finance 13 35% 
12 Fear of the unknown 21 56% 52 Indigestion 12 32% 
13 Sadness 21 56% 53 Diarrhoea 12 32% 
14 Feeling a burden to others 21 56% 54 Overwhelmed 12 32% 
15 Community services (support) 20 54% 55 Hopelessness 12 32% 
16 Nervousness 19 51% 56 Getting around 11 29% 
17 Dealing with/ impact on family/partner 19 51% 57 Anger 11 29% 
18 Nursing (support) 19 51% 58 Loneliness 11 29% 
19 Social Work (support) 19 51% 59 Dealing with partner 11 29% 
20 Disease (information) 19 48% 60 Work 11 29% 
21 Pain 18 48% 61 Washing clothes 11 29% 
22 Changes in urination 18 48% 62 Not being at peace 11 29% 
23 Shock 18 48% 63 Wound car after surgery 10 27% 
24 Frustration 18 48% 64 Mortality 10 27% 
25 Difficulty making plans 18 48% 65 Loss of meaning or purpose 10 27% 
26 Housework 18 48% 66 Advance care planning 10 27% 
27 Psychology 18 48% 67 Audiology 10 27% 
28 Breathing 17 45% 68 Mouth sores 9 24% 
28 Constipation 17 45% 69 Insurance 9 24% 
30 Tingling in hands and feet 17 45% 70 Loss of faith 9 24% 
31 Mowing the lawn 17 45% 71 Nose dry congestion 8 24% 
32 Dietician (support) 17 45% 72 Guilt 8 24% 
33 Physiotherapy (support) 17 45% 73 Dealing with children 8 24% 
34 Support group (information) 17 45% 74 Speech problems 7 18% 
35 Memory/concentration 16 43% 75 Fevers 6 16% 
36 Eating 16 43% 76 Housing 6 16% 
37 Sense of loss 16 43% 77 Childcare 6 16% 
38 Family health issues 16 43% 78 Ability to have children 5 13% 
39 Nausea 15 40% 79 School 5 13% 
40 Hot flushes 15 40% 80 Bathing/dressing 4 10% 
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Table 18  
 
Mean ratings of psychosocial domains by gender  
(Emotional, Family, Practical, Spiritual, Supportive Care Services, 
 Information Needs) 
 
 
 
 
 
 
 
 
   
   
    
 
 
 
 
 
 
Domain Gender N M 
                 
SD 
Emotional Male 37 8.27 5.97 
Female 51 11.47 5.62 
Family Male 37 2.16 2.00 
Female 51 3.43 2.03 
Practical Male 37 3.78 3.80 
 Female 51 5.90 4.03 
Spiritual Male 37 1.75 1.96 
Female 51 2.80 2.07 
Physical Male 37 10.67 6.57 
Female 51 15.76 6.82 
Supportive 
Care Services 
Male 37 3.72 3.27 
Female 51 3.60 3.02 
Information 
Needs 
Male 37 2.10 1.74 
Female 51 2.43 1.56 
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5.54 Age Differences  
 
A one Way MANOVA was conducted to analyse whether there was a 
significant effect of age on the number of psychosocial items endorsed in each 
domain. The Bivariate Pearson correlations between domains were assessed to 
ensure subscales were statistically as well as conceptually related, but not to the 
point of multicollinearity; this ensured the MANOVA rather than ANOVA 
approach was most appropriate for between-group comparisons (see Table 20). The 
correlations were all statistically significant between the psychosocial domains and 
ranged from small (r = .324) to strong (r = .761) in magnitude. 
To control for Type I error for the multiple univariate comparisons 
following the MANOVA, a Bonferroni correction was applied when interpreting 
the univariate results (i.e., a = .05 divided by number of relevant comparisons) and 
an alpha criterion of .016 was used to assess this statistical significance. 
MANOVA assumptions were met and Box’s M Test to determine 
homogeneity of covariance’s was not violated (p>.001). Pillai’s criterion was used 
to determine statistically significant multivariate differences (Field, 2013). For the 
univariate comparisons, Levene’s test for homogeneity of variance was also not 
violated (Levene’s test p > .05). Using Pillai’s Trace, there was a significant effect 
of age on ratings of psychosocial items by cancer patients: Pillai’s = .28, F(14, 160). 
= 1.83, p<.05. Separate univariate ANOVAS on the outcome variable revealed a 
significant effect for three of the psychosocial domains: Family Concerns (F(2,85) 
= 7.64, p<.05); Physical Concerns (F(2,85) = 4.40, p<.05) and Practical Concerns 
(F(2,85) = 7.44, p<.05) with small to medium effect sizes (.09 -.15). There were no 
significant effects for Emotional Concerns, Spiritual Concerns, Supportive Care 
Services or Information. (Table 19). Pairwise comparisons were assessed using α 
=.016. Results showed that older cancer patients (>60 years) endorsed significantly 
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fewer Family Concerns (M 1.93, SD 1.93) compared with younger cancer patients 
aged 18 – 39 years (M 4.26, SD 2.12) and middle-aged cancer patients aged 40 – 
59 years (M 3.11, SD 1.92). For Physical Concerns, there was a significant 
difference between the ratings of younger and older cancer patients. Younger 
cancer patients aged 18 – 39 years endorsed more items in this domain (M 18.26, 
SD 7.14) compared with older cancer patients aged >60 years (M 11.96, SD 7.41). 
The findings were similar for the Practical Concerns domain. Younger cancer 
patients aged 18 – 39 years endorsed significantly more items in this domain (M 
7.86, SD 4.03) compared with older cancer patients aged >60 years (M 3.32, SD 
3.45) (see Table 21) 
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Table 19  
 
Mean ratings of cancer patients’ psychosocial domains by age ((n=88)  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Psychosocial 
Domains AGE 
 
N M SD 
Emotional 18-39 15 13.20 5.83 
40-59 42 9.97 5.76 
60+ 31 8.83 5.92 
Total 88 10.12 5.95 
Family 18-39 15 4.26 2.12 
40-59 42 3.11 1.92 
60+ 31 1.93 1.93 
Total 88 2.89 2.10 
Practical 18-39 15 7.86 4.03 
 40-59 42 5.23 3.91 
 60+ 31 3.32 3.45 
 Total 88 5.01 4.05 
Spiritual 18-39 15 3.40 2.38 
40-59 42 2.33 2.02 
60+ 31 1.90 1.90 
Total 88 2.36 2.08 
Physical 18-39 15 18.26 7.14 
40-59 42 13.19 6.36 
60+ 31 11.96 7.41 
Total 88 13.62 7.14 
Supportive 
Care 
Services 
18-39 15 4.46 3.22 
40-59 42 3.59 3.04 
60+ 31 3.35 3.17 
Total 88 3.65 3.11 
Information 
Needs 
 
 
 
18-39 15 2.33 1.63 
40-59 42 2.45 1.74 
60+ 31 2.06 1.52 
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Table 20  
 
Bivariate Correlations between Psychosocial Domains 
Note. All correlations are Pearson correlations. ** p<.01; ***p<.001 Supportive Care Services* 
Information Needs** 
 
 
 
 
 
   Variable Emotional Family Spiritual Physical Support Information Practical 
1. Emotional 1       
2. Family .707*** 1      
3. Spiritual .678*** .681*** 1     
4. Physical  .683*** .609*** .701*** 1    
5. Support* .511*** .468*** .361** .336** 1   
6. Information** .495*** .434*** .324** .356** .641*** 1  
7. Practical .761*** .745*** .632*** .673*** .551*** .373*** 1 
  N  88  88  88 88 88 88 88 
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Table 21 
 
Differences between mean ratings of psychosocial items by age (n=88) 
 
Dependent Variable 
   
(I) AGE (J) AGE Mean Difference (I-J) 
                                                                                                   
                                                                                       
Std. Error Sig.b 
95% Confidence Interval for 
Differenceb 
 
df 
df 
error 
 
F Lower Bound Upper Bound 
 
 
Emotional 
   18-39 40-59 3.224 1.754 .070 -.264 6.712 
   60+  4.361* 1.834 .020 .714 8.009 
2 34.01 2.85 40-59 18-39 -3.224 1.754 .070 -6.712 .264 
   60+  1.137 1.381 .412 -1.608 3.883 
   60+ 18-39 -4.361* 1.834 .020 -8.009 -.714 
   40-59 -1.137 1.381 .412 -3.883 1.608 
 
 
Family 
   18-39 40-59 1.148 .590 .055 -.026 2.321 
   60+  2.331* .617 .000 1.104 3.558 
2 3.85 29.43 40-59 18-39 -1.148 .590 .055 -2.321 .026 
   60+   1.184* .465 .013 .260 2.107 
   60+ 18-39 -2.331* .617 .000 -3.558 -1.104 
   40-59 -1.184* .465 .013 -2.107 -.260 
 
 
Spiritual 
   18-39 40-59 1.067 .615 .087 -.157 2.290 
   60+   1.497* .643 .022 .218 2.776 
2 4.18 11.36 40-59 18-39 -1.067 .615 .087 -2.290 .157 
   60+    .430 .484 .377 -.533 1.393 
   60+ 18-39 -1.497* .643 .022 -2.776 -.218 
   40-59 -.430 .484 .377 -1.393 .533 
    18-39 40-59 5.076* 2.070 .016 .961 9.191 
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Physical 2 47.34 208.12 60+ 6.299* 2.164 .005 1.996 10.602 
   40-59 18-39 -5.076* 2.070 .016 -9.191 -.961 
   60+ 1.223 1.629 .455 -2.017 4.462 
   60+ 18-39 -6.299* 2.164 .005 -10.602 -1.996 
   40-59 -1.223 1.629 .455 -4.462 2.017 
 
 
Supportive 
Care 
Services 
   18-39 40-59 .871 .939 .356 -.996 2.739 
   60+ 1.112 .982 .261 -.841 3.065 
2 9.75 6.41 40-59 18-39 -.871 .939 .356 -2.739 .996 
   60+ .240 .739 .746 -1.230 1.711 
   60+ 18-39 -1.112 .982 .261 -3.065 .841 
   40-59 -.240 .739 .746 -1.711 1.230 
 
 
Information 
Needs 
   18-39 40-59 -.119 .497 .811 -1.106 .868 
   60+ .269 .519 .606 -.763 1.301 
2 2.75 1.355 40-59 18-39 .119 .497 .811 -.868 1.106 
   60+ .388 .391 .324 -.389 1.165 
   60+ 18-39 -.269 .519 .606 -1.301 .763 
   40-59 -.388 .391 .324 -1.165 .389 
 
 
Practical 
   18-39 40-59 2.629* 1.138 .023 .366 4.891 
   60+ 4.544* 1.190 .000 2.179 6.910 
2 14.30 106.43 40-59 18-39 -2.629* 1.138 .023 -4.891 -.366 
   60+ 1.916* .896 .035 .135 3.696 
   60+ 18-39 -4.544* 1.190 .000 -6.910 -2.179 
   40-59 -1.916* .896 .035 -3.696 -.135 
Note. Based on estimated marginal means*The mean difference is significant at the .05 level. B Adjustment for multiple comparisons: Least significant difference          
(equivalent to no adjustments) 
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5.55 Tumour Stream Differences 
 
Table 22 shows cancer patient ratings according to cancer diagnosis. Of the 
80 psychosocial items on the adapted Problem List, cancer patients with a 
gynaecological cancer endorsed a higher number of mean items in the Emotional, 
Family, Practical and Physical domains compared with cancer patients with other 
cancer diagnoses. However, there was a small number of gynaecological cancer 
patients in this sample so these results should be interpreted with caution. In 
addition, the number of participants in some of the tumour streams were too small 
to allow for significance testing of differences using MANOVA. For two of the 
domains, Supportive Care Services and Information there appeared to be minimal 
difference in the mean number of items endorsed by cancer patients with different 
cancer diagnoses.  
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Table 22  
 
Mean rating for psychosocial items by cancer diagnosis (N = 88) 
 
Note. Supportive Care Services*  Information Needs** 
 
 
 
Cancer Diagnosis Emotional Family Practical Spiritual Physical Support* Information** 
 Breast                     
N 23 23 23 23 23 23 23 
M 12.13 3.34 5.78 3.04 17 3.26 2.39 
SD 5.68 1.96 3.77 2.14 5.97 2.97 1.64 
Haematology        
N 19 19 19 19 19 19 19 
M 7.23 3.31 5.47 2.26 14.68 3.47 2.36 
SD 5.61 2.08 4.15 1.93 6.66 3.11 1.70 
Urology        
N 17 17 17 17 17 17 17 
M 7.23 2.11 3.05 1.47 10.11 3.41 1.94 
SD 5.69 1.86 2.33 1.37 5.977 3.12 1.71 
Colorectal        
N 11 11 11 11 11 11 11 
M 6.72 .90 2.54 .72 6.90 3.81 2.18 
SD 5.29 1.51 4.52 1.27 5.14 4.23 1.72 
Lung        
N 9 9 9 9 9 9 9 
M 10.55 3.77 5.77 3.33 13.11 4.11 2.77 
SD 6.59 1.78 4.49 2.34 8.11 3.82 1.56 
Gynaecology        
N 4 4 4 4 4 4 4 
M 15.25 4.25 9 3.75 20.5 2.5 2.25 
SD 3.59 2.87 2.58 2.62 4.93 2.64 1.7 
Upper GI        
N 3 3 3 3 3 3 3 
M 11.33 3.33 8 3.33 15 5.33 3 
SD 5.772.51 2.51 4.35 2.51 7.81 3.78 1.73 
Head & Neck        
N 2 2 2 2 2 2 2 
M 12 4 6.5 4 18 4.5 3 
SD 8.48 1.41 6.36 2.82 8.48 4.94 1.41 
Total        
N 88 88 88 88 88 88 88 
M 10.12 2.89 5.02 2.37 13.62 3.55 2.34 
SD 5.95 2.10 4.04 2.08 7.14 3.24 1.63 
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5.6 Discussion 
The primary aim of the quantitative study was to pilot the adapted Problem 
List with a  sample of cancer patients and clinicians to: 1) Pilot and refine the 
adapted Problem List with a sample of Australian cancer patients and clinicians; 
and 2) establish face and content validity.   
The findings revealed that all eighty psychosocial concerns listed on the 
adapted Problem List were considered to be important. Even the least commonly 
endorsed psychosocial concern, audiology (Supportive Care Services domain) was 
reported as a valid concern by twenty percent of the cancer patients and sixteen 
percent of clinicians in this study.  The findings from this study support the 
recommendations from the qualitative study, that additional psychosocial concerns 
suitable for an Australian population be included in the NCCN Problem List. The 
findings also support international and Australian research  that has recommended 
additional psychosocial concerns be added to the NCCN Problem List. (Brennan et 
al., 2012; Hughes et al., 2011) 
Initial face and content validity was established through frequency and 
percentage level agreement by cancer patients and clinicians rating which 
psychosocial items were considered valid concerns on the adapted Problem List. 
Overall the findings showed high frequency and percentage level agreement of the 
psychosocial items on the adapted Problem List thereby supporting its usefulness 
in identifying the concerns of an Australian cancer population and establishing face 
validity. The findings also showed some cancer patient differences by gender, and 
age whereby individual items or number of items within domains were endorsed 
more, or less frequently, according to grouping. There were also some differences 
between the two groups of participants (cancer patients and clinicians) with cancer 
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patients endorsing more Emotional Concerns and clinicians more Physical 
Concerns. The current study provides initial evidence of face and content validity 
of the adapted Problem List, however further studies with a larger Australian cancer 
population are required to establish construct validity of the adapted Problem List 
used in conjunction with the Distress Thermometer and to further validate the 
psychometric properties (Nunnally & Burstein, 1994). 
The differences found between cancer patients and clinicians in relation to 
the number of Emotional and Physical Concerns endorsed may suggest that 
clinicians are more comfortable in assessing and identifying a cancer patient’s 
physical concerns, rather than their emotional concerns. Perhaps clinicians don’t 
consider emotional concerns to be as valid or important as physical or practical 
concerns. Alternatively, the nature of the clinician’s role may lead them to be more 
focused on cancer patients’ physical and practical concerns. While the reason for 
this difference needs further investigation, this finding is similar to previous 
research that has shown clinicians do not actively encourage the disclosure of 
emotional concerns and focus more on physical concerns (Bernard et al., 2012; 
Butow et al., 2002; Fallowfield et al., 2001; Heaven & Maguire, 1997; Maguire, 
2002; Ryan et al., 2005). This finding also supports previous studies that have 
demonstrated the usefulness of the NCCN Problem List in helping to communicate 
cancer patients’ concerns to clinicians. (Hughes et al., 2011; Lee et al., 2010; 
Thewes et al., 2009; Williams et al., 2015). 
Some of the psychosocial items on the adapted Problem List endorsed by 
cancer patients in this study were different from other international studies that have 
trialed the NCCN Problem List. For example, an earlier Canadian study by Bultz et 
al. (2011) recommended ‘anger’ to be added to the Canadian Problem List. In the 
present study less than half of the participants endorsed ‘anger’ as an emotional 
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concern. This may suggest cultural differences between the emotional concerns of 
Canadian and Australian cancer populations. Culturally, Australian cancer patients 
may not be as emotionally expressive as Canadian cancer patients or they may feel 
inhibited in their ability to express anger.  Alternatively, the lack of endorsement of 
emotional concerns by clinicians in this study might be an indication of a lack of 
engagement between clinicians and Australian cancer patients when emotional 
concerns arise. As a result, Australian cancer patients may be inhibited in 
identifying themselves as being angry. The Australian cancer patients were more 
likely to endorse the term frustrated, which they may have viewed as being less 
confrontational, especially when dealing with clinicians or cancer services as a 
whole.  
The findings support the addition of the new psychosocial items, developed 
from the qualitative study and added to the original Problem List. A number of the 
new items were the most commonly endorsed items by cancer patients within each 
of the psychosocial domains. For example, the new items dealing with/impact on 
family/partner and feeling a burden to others were the most frequently endorsed 
Family Concerns by cancer patients and were equally endorsed by both female and 
male cancer patients and clinicians. It is possible that the impact a cancer diagnosis 
has on the family or partner is currently under recognized and/or perhaps that 
families are not being properly supported throughout the cancer experience. 
Similarly, the new psychosocial item ‘housework’ listed under Practical Concerns 
was the most frequently endorsed Practical Concern by cancer patients. Having 
clearer definitions may have assisted cancer patients to identify the area where 
specific practical support was required. The identification of specific practical 
concerns also ensures that cancer patients are referred to the most appropriate 
support service.  
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Fatigue was the most frequently endorsed Physical Concern, which is 
consistent with previous international and Australian studies (Brennan et al., 2012; 
Bultz et al., 2011;  Chambers et al., 2014; Gesslar et al., 2008;  Graves et al., 2007; 
Lee et al., 2010; Williams et al., 2015). It is difficult to determine whether the 
additional term ‘tiresome’ listed with fatigue on the adapted Problems List made 
any difference to the number of Australian cancer patients endorsing it, as the 
proportion of cancer patients reporting fatigue was the same as in previous studies 
(Williams et al., 2015). The new items included in Physical Concerns on the adapted 
Problem List, loss or gain of weight, changes in how things taste and speech 
problems were also frequently endorsed, thus confirming their addition to this 
domain.  
All the new items added to the Spiritual Concerns domain were frequently 
endorsed, thereby supporting the expansion of the original Spiritual Concerns 
domain. Previous studies have shown a low response rate of Australian cancer 
patients identifying spiritual concerns. (Williams et al., 2015). This might indicate 
that the new phrases and words that were added to the Spiritual Concerns domain, 
such as mortality or not at peace were more meaningful to cancer patients in this 
study, than the original singular terms ’Religious’ or ‘Spiritual’ listed on the 
original problem list. 
The new items added to Supportive Care Services and Information Needs 
were also frequently endorsed. The less commonly endorsed Supportive Care 
Services item audiology may reflect that this service is not routinely used by cancer 
patients or that cancer patients did not understand the term. It may be better to more 
clearly define the term by changing it to hearing loss in the future. A few cancer 
patients provided additional comments recommending other Supportive Care 
Services and Information topics that could be taken into consideration and included 
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in future versions of the adapted Problem List. These included support services for 
partners or families and more information about survivorship.  
School and childcare were the least commonly reported Practical Concerns 
in this study.  This is most likely related to the older age of the participant sample. 
Younger cancer patients (18-39yrs) made up only sixteen percent of the participants 
in this study and 78% of the younger participants did in fact endorse childcare as a 
valid concern. So, although childcare was not commonly endorsed over the whole 
participant sample it still appears to be an important Practical Concern on the 
adapted Problem List. Younger cancer patients (18-39yrs) also on average endorsed 
more items in the Emotional, Physical and Practical domains. This is consistent 
with previous studies that found younger female cancer patients in particular report 
higher levels of distress and physical and practical concerns compared with other 
cancer patients (Carlson et al., 2013).  
On average, female cancer patients in this study endorsed more individual 
psychosocial items and items within each of the psychosocial domains, than male 
cancer patients. In addition it was found that tumour streams such as breast and 
gynaecological, that consisted primarily of female cancer patients, endorsed more 
items on average than tumour streams that consisted mainly of male cancer patients 
eg. prostate. These findings are similar to those of Giese-Davies et al., (2012) who 
reported younger single women experienced a higher incidence of problems and the 
highest use of psychological services and that older men were the least likely to 
identify psychosocial problems. The higher proportion of older cancer patients with 
prostate cancer in the current study could account for the lower identification of 
psychosocial items on the adapted Problem List by males overall. Future research 
of the adapted Problem List could consider a larger sample that includes an equal 
proportion of male and female participants across age ranges.  
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This study found  that Australian cancer patients considered all of the 
psychsosocial items listed on the adapted Problem List to be valid concerns. 
Preliminary evidence for  face and content validity of the adapted Problem List was 
also established. A larger Australian cancer population is needed to further validate 
the adapted Problem List with the Distress Thermometer and to determine 
differences by gender, age and cancer diagnosis using equal numbers of male and 
female cancer patients across different ages and tumour streams. By using a larger 
cancer population future studies would be able to significantly test for tumour 
stream differences.  
5.61 Implications for the development of an adapted problem list for Australian 
cancer patients. 
 
The findings from this study provide further understanding of the 
psychosocial, practical and spiritual concerns of Australian cancer patients and 
support the recommendations from the qualitative study, to expand specific  
psychosocial concerns listed on the original NCCN Problem List. The findings 
support the usefulness of the adapted Problem List in communicating Australian 
cancer patient’s emotional and spiritual concerns to clinicians.  The findings also 
provided  evidence that men are less likely to communicate their concerns compared 
with women.  
 
 
 
 
 
 
 
 120 
 
Chapter 6 
6.1 Summary /Implication and Future Directions 
The thesis had two main aims 1) To identify the most common psychosocial 
concerns experienced by Australian cancer patients and adapt the NCCN Problem 
List accordingly; and 2) pilot and refine the adapted Problem List with a sample of 
Australian cancer patients and clinicians to establish face and content validity. This 
chapter discusses the findings and implications of the research relative to the aims. 
The overall strengths and limitations of the research are identified, and the chapter 
concludes with directions for future research. 
6.11 Summary of the Findings Relative to the Aims 
 
The first aim of this thesis was to investigate the psychosocial concerns of 
Australian cancer patients and determine whether the NCCN Problem List 
adequately captures the psychosocial concerns experienced by an Australian cancer 
population. The qualitative study undertaken in Chapter 4 provided evidence that 
Australian cancer patients experience more psychosocial concerns than is listed on 
the NCCN Problem List. This supported the expansion of the psychosocial items 
listed in every domain on the NCCN Problem List. Participants from three different 
health care services across Victoria, including a metropolitan health care service (n 
= 17), a regional health care service (n = 14), and a rural health care service (n = 
12) participated in group interviews about their psychosocial concerns. Content 
analysis was initially used to code data into categories based on the five 
psychosocial domains (Emotional, Practical, Family, Spiritual and Physical) on the 
original NCCN Problem List. Data that could not be coded to one of the five 
existing psychosocial domains were allocated to an ‘other’ category.  In total 32 
new psychosocial items not listed on the original NCCN Problem List were 
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identified by Australian cancer patients supporting the need to adapt the NCCN 
Problem List for an Australian context. 
The second aim of the thesis was to pilot the adapted Problem List with a sample 
of cancer patients and clinicians to establish face and content validity. The 
quantitative study detailed in Chapter 5 found that all the psychosocial items listed 
on the adapted Problem List were considered important by the participants. 
Participants were from one health care service and included cancer patients (n = 88) 
and clinicians (n =19). MANOVA analysis showed some evidence of cancer patient 
differences by gender and age. Differences in the types of items endorsed were also 
evident between cancer patients and clinicians.  
6.12 Implications for the research of the psychosocial concerns of cancer 
patients 
 
 This research has provided a deeper understanding of the psychosocial 
concerns experienced by Australian cancer patients and demonstrates the usefulness 
of using a screening tool like the adapted Problem List. Most Distress and 
Psychosocial Screening programs for cancer patients within Australia currently use 
the NCCN Distress Thermometer and Problem List (Department of Health, 2009). 
Deficiencies in the NCCN Problem List as evident through the findings of this 
thesis suggest that current Distress and Psychosocial Screening programs across 
Australia may not adequately identify the psychosocial concerns of cancer patients. 
A lack of clarity around the origin of a cancer patient’s distress related to 
psychosocial concerns may affect the types of support and psychosocial 
interventions offered to the cancer patient and their family. This has implications 
for facilitating referrals to the correct supportive care services and ensuring 
adequate follow up by clinicians.  
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 Expansion of the NCCN Problem List to eighty items may have practical 
implications for the acceptability and usability of the adapted Problem List by 
cancer patients and clinicians. A list of eighty concerns on the adapted Problem List 
may increase the time it takes patients or clinicians to complete the screening tool.  
Time constraints often exist in the clinical area that could discourage nurses or 
cancer patients from using a screening tool that is too complicated. Further studies 
with a larger population of cancer patients and clinicians may provide further clarity 
and feedback regarding the usability of the adapted Problem List.  
 The burden of responsibility for the family (financial, emotional and 
practical) was felt particularly by male cancer patients in this study. Men described 
worrying about how their partners would survive without them. This was reported 
as impacting heavily on their quality of life. As a result, the psychosocial item, 
‘burden on the family’ was included on the adapted Problem List and was found to 
be one of the most frequently endorsed items in the pilot study. It is possible that 
males still perceive themselves as being the bread winner and being responsible for 
taking care of the family. The male participants were generally older in this study 
which also may have increased the likelihood of participants feeling a sense of 
responsibility to fulfil a traditional male role. This could potentially affect the way 
men with a cancer diagnosis communicate with clinicians, believing they should 
not fully express their concerns and instead remain stoic so as not to distress the 
family. 
The research also has implications for the understanding of cancer patients 
emotional concerns particularly by clinicians. Clinicians endorsed more Physical 
Concerns and cancer patients more Emotional Concerns on the adapted Problem 
List. It is possible that clinicians underestimate the impact of emotional distress on 
the cancer patient. Certainly previous international research has found that 
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clinicians do not often detect or respond to cancer patient’s distress or emotional 
concerns and instead concentrate on the cancer patient’s physical symptoms 
(Bernard et al., 2012; Butow et al., 2002; Fallowfield et al., 2001; Heaven & 
Maguire, 1997; Maguire, 2002; Ryan et al., 2005). The increase of items in the 
Emotional Concerns domain on the adapted Problem List may help cancer patients 
to further communicate the impact a cancer diagnosis has on them emotionally. 
Having more options to help cancer patients express and describe their emotions 
may provide clinicians with a greater understanding of what is causing their 
distress. This may result in more structured referrals to psychological support 
services and help to resolve cancer patients’ distress.  
Australian cancer patients reported more spiritual concerns in this study 
compared to previous research  (Williams et al., 2015). The spiritual domain was 
expanded on the adapted Problem List to include concerns such as ‘fear of  dying’ 
or ‘mortality’. Participants in the group interviews had described feeling confused 
and not connected to the two items ‘Spiritual/Religion’ listed on the original NCCN 
Problem List. Generally participants expressed not knowing what those two terms 
meant and wanted expanded definitions. They also felt that spiritual and religion 
were two different things. The pilot testing of the adapted Problem List supported 
the expansion of the Spiritual domain by the number of cancer patients who 
endorsed the new items listed in the Spiritual domain. The increased identification 
of spiritual concerns by Australian cancer patients may help cancer patients to 
express to clinicians how they are feeling when faced with a terminal illness and 
provide a greater understanding of the spiritual concerns of Australian cancer 
patients. 
There were cancer patient differences by gender and age between the type and 
number of psychosocial items endorsed on the adapted Problem List. It was found 
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that men were less likely to communicate emotional concerns focusing more on 
physical symptoms. The reluctance of men to identify emotional concerns may 
relate to societal perceptions of masculinity for an Australian population. Men as 
boys are often taught to hide their emotions and portray themselves as being 
‘tough’, ‘strong’ or ‘stoic’(Weinberg et al., 1999). An expression of distress is often 
viewed as weakness or being soft. Given that most of the participants in this study 
were over the age of 40, the male particpants are likely to have grown up receiving 
these gender-centric messages and were most likely discouraged from talking about 
emotions. As such, it is possible that the men felt more comfortable discussing their 
physical symptoms, than their emotional concerns. This has implications for the 
way that men communicate their concerns to clinicians  compared to women. Men 
may need to be asked different questions during the distress screening process, 
especially in relation to the detection of psychosocial concerns. Improving the way 
clinicians engage with men may result in better referrals to appropriate support 
services.  
There was a significant effect of age for the psychosocial domains of Physical, 
Family and Practical. Previous research found that younger women with a cancer 
diagnosis experienced higher levels of distress and experienced more practical 
concerns then older women (Carlson et al., 2013; Giese-Davis et al., 2012). In this 
study younger women were more likely to endorse more Physical, Family and 
Practical concerns than were older women. Younger women are more likely to have 
young children. As such, the practical elements involved in caring for children, 
attending work or having to attend to chores around the house may have a greater 
impact on their levels of distress compared with older women. This preliminary 
evidence suggests that younger women diagnosed with cancer may need more 
practical support rather than emotional or psychological support.  Identifying the 
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specific psychosocial concerns for different age groups may help in better 
supporting cancer patients. 
Some differences between the number of psychosocial concerns identified by 
cancer patients with different cancer diagnoses were also identified in this thesis. 
For example, participants diagnosed with a traditional female cancer such as 
gynaecological or breast were found to endorse a higher number of psychosocial 
items overall on the adapted Problem List. However, the small number of 
participants in some of the tumour streams were too small to acertain if this 
difference was significanct. A larger cancer participant sample is needed to confirm 
significant differences according to type of cancer diagnoses. 
6.13 Strengths and Limitations of the Research 
 
 The strengths of the research include the extension of knowledge of the 
psychosocial concerns of Australian cancer patients through group interviews. The 
application of an adapted Problem List has provided a greater understanding of  
Australian cancer patient’s most common psychosocial concerns. The study used 
participant samples from metropolitan, regional and rural health services to 
investigate the psychosocial concerns of Australian cancer patients providing 
confidence in the generalizability of the adapted Problem List for an Australian 
context.  
 The mixed methods research design, is another strength of the research.  The 
qualitative study redressed the lack of qualitative research in exploring the 
psychosocial concerns of Australian cancer patients and the extent to which the 
NCCN Problem List is applicable for the Australian context.  The group interview 
method minimised influence over the type of psychosocial concerns discussed and 
how cancer patients spoke about these issues. Cancer patients were encouraged to 
speak openly and freely about how a cancer diagnosis impacts on the psychosocial 
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concerns they experience. The open discussion resulted in naturally occurring 
narratives which assisted in providing a comprehensive list of psychosocial 
concerns experienced by Australian cancer patients. This led to the development of 
an adapted NCCN Problem List for an Australian context including additional items 
in each domain and two new domains labelled Supportive Care Services and 
Information Needs. 
 A further strength of this research was the ability to demonstrate preliminary 
face and content validity of the adapted Problem List using a sample of cancer 
patients and clinicians.  Face and content validity was established through 
frequency and percentage level agreement of the items endorsed by the participants. 
T-tests and MANOVA analyses showed significant differences in how participants 
endorsed the psychosocial items by gender and age, although these would need to 
be confirmed with larger participant samples.   
 The research undertaken in this thesis has some limitations. The self-report 
measures, to assess the items on the adapted Problem List relied on participants 
providing honest, accurate answers and are susceptible to known biases. For 
example, social desirability may have influenced cancer patients to understate the 
number of psychosocial concerns they felt were valid for an Australian cancer 
population. Having respondents remain anonymous kept the potential problem of 
bias to a minimum. 
 The cancer patient participant sample used in the quantitative study to pilot 
the adapted Problem List consisted of more female, than male participants. There 
was also a higher percentage of younger participants and participants with a 
haematological cancer diagnosis than seen in a usual cancer population. The overall 
number of participants (cancer patients and clinicians) in the quantitative study was 
also relatively small, and the clinician sample consisted mainly of female nurses. 
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As such, the findings of the quantitative study may not generalise across an 
Australian cancer population or a general cancer clinician population.   
6.14 Future directions 
 
The adapted Problem List developed and piloted in this mixed methods study 
needs to be validated with a larger Australian cancer population consisting of equal 
numbers of men and women, cancer diagnoses and age groups. A larger more 
diverse sample of clinicians with equal males and females could also be used. This 
would establish construct validity of the adapted Problem List and further validate 
the psychometric properties. The adapted Problem List should be trialed with the 
Distress Thermometer to determine validity of the Distress Thermometer and the 
adapted Problem List together. The inclusion of clinicians in a future study would 
provide greater understanding of the way clinicians perceive and respond to the 
psychosocial concerns of cancer patients. Further, exploring whether clinicians do 
in fact prioritise cancer patients’ physical concerns over emotional concerns could 
also be investigated. 
Differences between the psychosocial concerns of males and females, and the 
way males communicate their concerns also deserves further investigation. This 
could provide greater insight and understanding of the reasons males find it difficult 
to communicate emotional concerns compared to females.  
The results from this study provided preliminary evidence that the adapted 
Problem List is a useful tool for identifying the psychosocial concerns of an 
Australian cancer population. The applicability of the adapted Problem List could 
be extended to other health populations such as people experiencing chronic 
disease, diabetes or heart conditions. This would allow other health populations to 
be screened for psychosocial concerns and ensure appropriate psychosocial support. 
The adapted Problem List could also be potentially translated into other languages 
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and trialed with the CALD (Culturally and Linguistically Diverse) population living 
in Australia.  
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Appendix A Interview Schedule: Cancer Patients 
 
Group Interview/Individual Interviews 
 
These questions will be used to prompt discussion 
 
1. What were some of your main concerns in relation to your cancer diagnosis? 
 
2. How did these concerns affect you emotionally, physically, socially or 
spiritually? 
 
3. How did you cope with these concerns? 
 
4. Did you access any support to help you cope with your concerns? 
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Appendix C Qualitative Study Patient Information Sheet 
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Appendix D Qualitative Study Consent Form 
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Appendix E Qualitative Study Invitation Letter 
 
 
 
 
LNRVIC-13/176-Ver3-281014 
 
 
     
 
        
 
 
 
Dear………… 
 
This letter is to invite you to participate in a research study being conducted by Barwon Health, Monash Health, 
Latrobe Regional Hospital and Deakin University. The study will involve attending a group interview. You will be 
asked questions at the interview to explore any concerns you may have experienced through your cancer journey. 
You will be asked to volunteer your thoughts about a supportive care screening tool that is used in cancer care to 
help identify the psychological distress and psychosocial concerns of cancer patients. The main aim of the study 
will be to explore whether this tool needs to be adapted for an Australian population. 
 
Attached is a more detailed information sheet and consent form. If you are willing to participate please sign the 
attached consent form and return it in the enclosed reply paid envelope. The research team will be in contact with 
you about the study.  The results of this study will form part of a Masters of Arts (Psychology) for one of the 
principal researchers, Melinda Williams. 
 
Should you have any questions about the study, please contact Melinda Williams on (03) 421 50458. 
 
 
Kind regards 
 
Principal Researcher 
Melinda Williams 
Barwon South Western Regional Integrated Cancer Service 
Andrew Love Cancer Centre 
70 Swanston Street 
Geelong, 3220 
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Appendix F Demographic Questionnaire 
 
LNRVIC-13/176-Ver3-281014 
 
 
     
 
        
 
 
 
 
 
Demographic Questions 
 
Please complete the following questions by ticking the appropriate boxes or 
completing answers on space provided: 
 
What is your gender?           female     male          prefer not to say  
 
Please state your cancer diagnosis __________________________________ 
 
What is your age?   _______ 
 
Are you currently:     employed    unemployed         retired         
 
 other _____________________ 
 
Who do you live with:    spouse/partner    parents       live alone        
 
Other ______________________  
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Appendix G Quantitative Study Adapted Problem List 
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Problem List 
A list of practical, social, emotional, spiritual and physical concerns for cancer patients 
appears below.  For each of the concerns listed please indicate whether it is a valid 
concern for cancer patients by ticking the appropriate box.   
Please complete the following questions by ticking the appropriate boxes: 
What is your gender?           female     male          prefer not to say  
Please state your cancer diagnosis __________________________________ 
What is your age?   _______ 
Emotional Concerns 
Depression Yes  No  Sadness Yes      No      
Loss of usual activities Yes  No  Inability to cope Yes  No      
Sense of loss Yes  No  Loneliness Yes  No      
Isolation Yes  No  Guilt Yes  No      
Difficulty making plans Yes  No  Hopelessness Yes  No      
Nervousness Yes  No  Worry Yes  No      
Fears Yes  No  Fear of the unknown Yes  No      
Shock Yes  No  Overwhelmed Yes  No      
Anger Yes  No  Frustration Yes  No      
Family Concerns 
Ability to have children Yes  No  Family health issues Yes  No      
Dealing with children Yes  No  Dealing with/impact on 
family/partner 
Yes  No      
Dealing with partner Yes  No  Feeling a burden to others Yes  No      
Practical Concerns 
Childcare Yes  No  Work Yes  No      
Finances Yes  No  School Yes  No      
Insurance Yes  No  Housing Yes  No      
Transportation Yes  No  Car parking Yes  No      
Understanding/making treatment 
decisions 
Yes  No  Mowing the lawn Yes  No      
Housework Yes  No  Washing clothes Yes  No      
Spiritual Concerns 
Loss of faith Yes  No  Fear of dying Yes  No      
Mortality Yes  No  Advance care planning Yes  No      
Loss of meaning or purpose in 
life 
Yes  No  Not being at peace Yes  No  
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Physical Concerns 
Appearance Yes  No  Eating Yes    
Feeling swollen Yes  No  Indigestion Yes    
Mouth sores Yes  No  Nausea Yes    
Sexual/intimacy Yes  No  Constipation Yes    
Breathing Yes  No  Diarrhoea Yes    
Changes in urination Yes  No  Loss or gain of weight Yes    
Fevers Yes  No  Getting around Yes    
Nose dry congestion Yes  No  Bathing/dressing Yes    
Pain Yes  No  Fatigue or tiredness Yes    
Tingling in hands and feet Yes  No  Memory/concentration Yes    
Hot Flushes Yes  No  Sleep Yes    
Changes in how things taste Yes  No  Nightmares Yes    
Wound care after surgery Yes  No  Speech problems Yes    
Supportive Care Services 
Do you need any further support with? 
Communication with doctors Yes  No  Physiotherapy Yes    
Support from: Yes  No  Psychology Yes    
Social Work Yes  No  Audiology Yes    
Nursing Yes  No  Dietician Yes    
Occupational Therapist Yes  No  Other (Please write)  
Information about  
Disease Yes  No  Community services Yes    
Treatment Yes  No  Support groups Yes    
Other (Please Write) 
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Appendix I Quantitative Study Patient Information Sheet  
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Appendix J Quantitative Study Invitation Letter 
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Appendix K Ethics Approval 
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Appendix L  Information Sheet 
 
 
 
 
 164 
 
 
 
 
 165 
 
 
 
 166 
 
 
 167 
 
Appendix M  Invite Letter  
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Appendix N  Invite Letter: Online 
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Appendix O Online Survey 
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